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ABSTRACT 
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Virus (HIV) epidemic on youth and identifies strategies policymakers 
and program planners might consider. The first chapter discusses the 
millions of American youth who are at risk for HIV infection. It 
focuses on the epidemiology of AIDS among adolescents, seropreval ence 
studies, and data on sexual behavior and drug use among adolescents. 
The second chapter discusses preventing risky behavior in 
adolescents. It includes discussion of the most promising HIV 
prevention programs and lessons from teenage pregnancy prevention 
which apply. The third chapter discusses hard-to-reach adolescents 
and youth in high-risk situations which require targeted HIV 
prevention and services. These include youth who are homosexual, 
homeless, incarcerated, in foster care, using alcohol and other 
drugs, racial and ethnic minority, hemophiliac, or sexually abused. 
The fourth chapter discusses the numerous barriers to receiving 
HIV-related care and services which adolescents face. The fifth 
chapter discusses the federal response. It focuses on legislation, 
overall spending, federal HIV prevention programs, patient 
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on explicitness of prevention materials. The appendixes include a 
glossary, information about condom effectiveness, guidelines for HIV 
prevention programs, and interview questions and summarized results. 
Additional views as well as dissenting minority views are also 
provided. (ABL) 
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INIRODUCTION 



With this report, the Select Committee on Children, Youth, 
and Families warns that HIV, the virus that caases AIDS, is 
spreading unchecked among the nation's adolescents, regardless 
^5 where they live or their economic status. 

Today, teens and young adults with AIDS live in 49 states 
and the District of Columbia, nearly 100 large metropolitan areas, 
and scores of rural and small communities across the country. 
Thousands of others are infected with HIV and millions of 
adolescents live in danger of contracting the virus. 

The number of teens who already have AIDS increased by 
more than 70% in the past two years alone, and AIDS is now the 
sixth leading cause of death among youth ages 15-24. Over 5,000 
children and young adults have died as result of AIDS. 

These are the findings of the Select Committee, determined 
from a thorough review of the literature, our own surveys of 
Federal agencies and front-line community experts, and from our 
analyses of data provided by Federal sources. 

Societal denial and indifference are continuing to undermine 
the nation's ability to confront this deadly disease. But when 
discussion turns to AIDS and teenagers in particular, the tones 
bea)me even more hushed or moralistic. With any reference to 
teen sexuality, the walls go up and evasion begins. But blinders 
will not keep the epi.^emic at bay. 

Nostalgia about the "wonder years" of adolescence has helped 
keep teens in the dark about dangers and challenges which could 
dramatically alter their futures. But for our teens, the wonder 
years have become the worry years. Teens today not only have 
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to worry about "finding" themselves, they must also worry about 
contracting an incurable and fatal disease. 

Worry isn't confined to our teens. Society must worry about 
the staggering psychological, humanitarian, and economic costs of 
ignoring this epidemic. By 1991, the estimated cost of treating 
persons with HIV and AIDS was nearly $6 billion. Lost 
economic productivity due to AIDS no doubt exceeds this 
amount. 

Even if from today forward no one else was infected, the 
resources required to care for the estimated one million 
Americans now infected with HIV would be astronomical. The 
potential cost to society of denying that AIDS threatens the lives 
of a new generation of young adults is devastating. 

Based on hearings, current research, and interviews with 
experts, including researchers, medical and service providers, 
AIDS educators, and youth who have been touched by the 
epidemic, this Select Committee report assesses the impact of the 
HIV epidemic on youth and identifies strategies policymakers and 
program planners might consider. 

We surveyed the major Federal agencies involved in AIDS- 
related activities, and for the first time, have documented that 
Federal intervention is underfunded, uncoordinated, and largely 
unsuccessful. It cannot meet the burgeoning need for preventing 
the spread of HFV among adolescents and serving teens who are 
i "ected. Based on the limited information the agencies provided, 
less than 5% of the current Federal AIDS budget (excluding 
Medicaid) funds research, programs or services that benefit teens. 

Denial of the problem at the Federal level — where 
leadership should be paramount - is a national disgrace. Few 
Federal resources are dedicated to research or data collection 
that involve adolescents and their health care providers. 
Prevention efforts to curb risk taking behavior among youth are 
sketchy. And use of explicit information about preventing HIV 
infection is often discouraged or even prohibited. 
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Significant financial, institutional, legal and social burners 
hinder adolescents' access to health care. The Federal 
government offers little help in breaking down these barriers. 

But this report is not just a compilation of relevant statistics 
or a review of Federal efforts. It is an urgent plea to confront 
the problem of AIDS and adolescents and takes the first step by 
laying the groundwork for positive policy and community change 
that should prove valuable to policymakers and program planners. 

The Select Committee has confirmed that experts agree early 
intervention is the best strategy to prevent further spread of the 
virus. It is easier to prevent risky behavior before it starts than 
to change entrenched behaviors. However, few efforts to control 
HIV infection have targeted adolescents who are initiating sexual 
and drug use activity at younger and younger ages. This failure 
has seriously hindered our ability to contain the epidemic and to 
meet the needs of young people and their families who have 
been devastated by it. 

While the Select Committee found that the extent of the 
problem is alarming, there is good news as well. We identified 
many innovative programs which prevent or reduce risky behavior 
among youth. These model efforts often combine intensive 
individual attention with life skills training and involve peer 
educators, parents, schools, and community organizations, which 
provide resources and reinforce messages. 

Unfortunately, these comprehensive programs are the 
exception rather than the rule. Few HIV prevention efforts have 
gone beyond "AIDS lOr to provide youth with the skills and 
support they need to be safe. Little has been done to reach out- 
of-school youth who often face significantly greater risk of 
infection. 

To understand how some programs root themselves 
successfully in their communities and overcome obstacles to 
providing services to teens, the Select Committee also conducted 
key informant interviews with front-line experts from prevention 
programs from across the country. 
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Most promising is the finding that although community 
resistance to HIV prevention efforts is often anticipated, it proves 
to be a relatively minor problem. Community apathy, while more 
prevalent, can be overcome, beginning with early and sustained 
involvement of parents and community organizations in HIV 
prevention efforts. Support seems to "snowball" once key 
community segments (including school officials, business leaders, 
and religious organizations) become involved. A still pervasive 
problem, however, is the inadequacy and lack of health care, drug 
treatment, and family planning services for teens in their 
communities. - 

Given the escalating and evolving nature of the disease, the 
Federal government cannot solve this problem alone. 
Adolescents, women, infants, and members of racial and ethnic 
minority communities are increasingly represented among persons 
with HIV disease and AIDS. A comprehensive strategy involving 
the experts and all concerned groups is required to slow the 
epidemic, provide care to everyone who is infected, and address 
the needs of all populations affected. 

Most importantly for teens, parents and schools remain 
essential sources of support. We must reinforce their ability and 
confidence to respond to the epidemic. 

In our 1987 report, "A Generation in Jeopardy: Children 
and AIDS," the Select Committee on Children, Youth, and 
Families warned that if we failed to limit the spread of HIV, 
thousands of children and youth would be lost and their families 
devastated. Tragically, our predictions are proving true. 

As the Select Committee urged in its last report, we must 
put ideology aside and marshall every available tool to slow the 
epidemic and focus more attention on teens, who certainly will be 
the fastest growing group of persons with AIDS if we fail to act 
today. The support and involvement of parents, the commitment 
of resources and expertise from schools, businesses, and 
community organizations, as well as from local, state, and Federal 
governments are crucial. 
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We hope this report will alert teens, parents and the public 
to the still silent threat of AIDS and its effect on the nation^s 
youth. It is the silence that is killing them and will continue to 
threaten the health and well-being of all the nation's youth. 
Every day that we ignore the epidemic, HIV gains ground and 
threatens the loss of another generation. 

\gnecl) PATRICIA SCHROEDIER. Chairwoman 
GEORGE MILLER 
WILLIAM LEHMAN 
MATTHEW F. McHUGH 
TED WEISS ' 
BERYL ANTHONY. JR. 
BARBARA BOXER 
SANDER M. LEVIN 
J. ROY ROWLAND 
GERRY SIKORSICI 
ALAN WHEAT 
MATTHEW O. MARTINEZ 
LANE EVANS 
RICHARD J. DURBIN 
DAVID E. SKAGGS 
BILL SARPALIUS 
1IM JOHNSON 
BARBARA-ROSE COLLINS 
JOAN KELLY HORN 
JIM BACCHUS 
PETE PETERSON 
BUD CRAMER 



• Rep. Weiss passed away subsequent to the Select Committee ordering this reported on April 7, 
1992. 
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REPORT nNDINGS 



MILLIONS OF TERNS IN DANGFR OF CONTRACTING HIV 
INFECTION AND AIDS 

• By age 20, 68% of adolescent females and 86% of adolescent 
males are sexually active. Among sexually experienced teens 
ages 18-19, nearly 25% of females report having had six or 
more partners and nearly 20% of males report having had six 
to ten partners. The correct and consistent use of latex 
condoms prevents HIV transmission. Yet, only 47% of 
females and 55% of males report use of condoms at first 
intercourse. 

• Three million teens are infected with a sexually transmitted 
disease (STD) each year. In 1990, nearly two-thirds of the 
more than 12 million STD cases reported were among 
persons under age 25. The same risky sexual behavior that 
transmits HIV transmits STDs, and lesions from other STDs 
increase the risk of HIV infection. 

• Lack of recent and reliable data has prevented accurate 
assessment of the extent of homosexual behavior and anal 
sex among adolescents. Data from a 1970 national survey 
found that at least 20% of men had homosexual experience, 
with the majority reporting this activity during teenage years. 
Other smaller studies have found that 9% to 37% of male 
adolescents have had same-gender sexual experiences. More 
than 25% of teenage girls attending an adolescent outpatient 
clinic in New York City reported engaging in anal 
intercourse. Prevention program representatives interviewed 
by Select Committee staff said better information ' about 
adolescent sexual behavior is badly needed. 

• In 1990, 2.9% of high school seniors reported using steroids 
(injCv^ted by most users), and 1.3% reported heroin use. In 
addition, 3.5% of high school seniors reported having used 
crack cocaine, which is believed to play an important role in 
the spread of HIV due to its highly addictive properties and 
its association with unprotected sexual behavior. 
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• Alcohol use is associated with impaired judgment and 
reduced condom use during sexual activity. In 1991, an 
estimated eight million junior and senior high school students 
(40% of this population) reported weekly consumption of 
alcohol, including 5.4 million students who Hjinged" with five 
or more drinks in a row and 454,000 who reported an 
average weekly consumption of 15 alcoholic drinb. 

THOUSANDS OF TEENS THOUGHT TO BE ALREADY 
INFECTED Wrm HIV 

• Each year at least 40,000 new HIV infections occur among 
adolescents and adults. The national prevalence of HIV in 
adolescents is unknown. However, large studies have found 
that more than one in 300 Job Corps entrants and more than 
one in 3,000 military applicants were infected with HIV. In 
both studies, males had higher HIV infection rates. 
However, among youth ages 16-18, females were more likely 
than males to be infected with HIV. 

• Smaller studies have found high rates of HIV infection 
among youth. In New York City, one in 170 teenage women 
delivering live births was infected with HIV. Among 
teenagers attending STD clinics, an average of one in 200 
teens was infected. Seroprevalence studies of runaway and 
gay youth have found even higher rates of infection. 



AIDS IN ADOLESCENTS INCREASING AT ALARMING 
RATE/FEMALES AND MINORITIES REPRESENT GREATER 
PROPORTION OF CASES IN YOUTH THAN IN ADULTS 

• During the past two years alone, the number of teens and 
young adults (ages 13-24) who were diagnosed with AIDS 
increased by 62%. More than half of U.S. AIDS cases 
among persons ages 13-24 have been reported during the 
past three years of the decade-old epidemic. 

• By the end of 1991, AIDS cases had been reported among 
persons ages 13-24 in 49 states and the District of Columbia, 
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nearly 100 large metropolitan areas, and numerous .^niaU 
towns and rural communities across the country. Nearly one- 
third of AIDS cases among teens has been reported in areas 
with populations less than 500,000. 

• In adults over 25, one in ten people with AIDS is female. 
In teenagers, th'S ratio drops to one in four. Heterosexual 
transmission accounts for 45% of AIDS cas^ among teenage 
girls, compared with 33% among women over age 25. 
Seventy percent of female adolescents with AIDS are racial 
or ethnic minority youth, 

• Racial and ethnic minority populations are disproportionately 
represented among AIDS cases at all ago levels, particularly 
in teens. While African-Americans and Hispanics comprise 
15% and 12% of the U.S. teenage population (ages 13-19) 
respectively, they represent 37% and 19% of reported AIDS 
cases among teens. Among adults, African-Americans and 
Hispanic persons account for 28% and 16% of AIDS cases, 
respectively. 



YOUTH AT SHARPLY INCREASED RISK OF HIV 
INFECTION UNDERSERVED/REOUIRE TARGETED 
INTERVENTIONS 

• Each year, an estimated one million adolescents run away 
from home or are homeless. Lacking skills and resources to 
support themselves, many resort to unprotected "survival sex" 
(the exchange of sex for money, food, shelter or drugs). 
Runaway and homeless youth also report high levels of 
alcohol and other drug use, and increased rates of STDs, 
pregnancy, sexual abuse and rape. 

• In 1991, the San Francisco Department of Public Health 
found that among more than 250 gay and bisexual men ages 
17-25, youth under age 20 had the highest rate of HIV 
infection (14.3%), and were significantly more likely than 
older men to report unprotected oral or anal sex. High rates 
of risky sexual and drug-related behavior have also been 
found in gay and bisexual male teens in Minnesota and New 
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York City. Despite elevated risk, few prevention efforts and 
services have been targeted to gay and bisexual youth. 

A 1989 survey found that 95,621 youth were held in public 
and private juvenile facilities and adult jails on census day. 
Although data on risk-taking and services available to 
detained and incarcerated youth are scarce, one study found 
that virtually all (99%) detainees were sexually experienced, 
more than half reported first intercourse before or at age 12, 
only 28% reported consistent condom use, and 13% ref)orted 
having injected drugs. Other studies have shown high rates 
of STDs and low knowledge about HJV psk-reduction 
strategies. 

High rates of sexual activity, pregnancy and drug use have 
been found in youth in foster care. In one study of girls 
ages 13-18, those in foster Cdre were 50% more likely to 
report having had sex and were signillcantly less informed 
about birth control than girls who were not in foster care. 
Confusion about who should provide HiV prevention and 
services to adolescents in foster care is widespread, and most 
states do not have specific policies to address HIV-related 
issues affecting children and youth in foster care. 

Injected drug use plays an important role in fueling the HIV 
epidemic. While rates of injected drug use are lower among 
youth than adults, sharing "works" is most common at the 
earliest stages of injected drug use, and 10% of persons in 
drug treatment programs who reported intravenous drug use 
were age 21 or younger. 

Crack use has contributed to high levels of HIV and other 
STDs in a number of states, including Georgia, New Jersey 
and New York. A study of teenage crack users in Oakland 
and San Francisco, California, found that 96% were sexually 
active, 51% had combined crack with sex, 41% had a history 
of STDs, 25% had traded sex for drugs or money, and first 
use of condoms occurred two years after sexual activity 
began. 
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• Among applicants to the military, African-American youth 
were five times more likely than whites to be infected with 
HIV. By age 21, nearly one in 80 minority entrants to the 
Job Corps was infected with HIV. Higher rates of STDs 
and sexual activity and lower knowledge about AIDS have 
been reported in minority youth than in white youth. 

• An estimated one in four girls and one in six boys are 
sexually assaulted before age 18. One recent study found 
that compared with persons who were not sexually abused as 
children, survivors of sexual abuse were four times more 
likely to be working as prostitutes, almost three times more 
likely to become pregnant before age 18, and twice as likely 
to have multiple sexual partners during one year, increasing 
their risk of HIV infection. 

• Out-of-school youth, who are at increased risk of infection, 
are unlikely to have access to HIV prevention information. 
In FY 1989, only 4% of state educational agency funds and 
1% of local educational agency f.nds had been allocated to 
prevention for out-of-school youth, and after two years of 
funding, one-third of the state agencies haa no prof;ramming 
in place. Respondents to Select Committee interviews 
reported that once these youth are identified, HIV 
prevent.on efforts are often successful. 

• While few new cases of AIDS have been attributed to 
contaminated blood and blood products, more than half of 
Americans with hemophilia may already be infected with 
HIV. Sexual partners of infected hemophiliac teens are at 
increased risk of infection. 



COMPREHENSIVE HIV PR E VENTION PROGRAMS THAT 
COMBINE SKILLS T RAINING, ACCESS TO CARE. AND 
COMMUNITY SUPPORT HA VE SIIOW>^ PROMISE IN 
REDUCING RISKY BEHAVIOR 

• A recent analysis of 100 prognms that were successful in 
reducing high-risk behavior among youth found several 
common strategies: early intervention; intense one-on-one 
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attention; scxrial skills training; involvement of parents; 
schools as the focal point; and community-wide, multi-agency 
approaches to provide resources and reinforce messages. 
Peer educators have been used in several successful 
prevention programs, and many effective models include 
preparation for entering the labor market, 

• The Youth and AIDS Project at the University of Minnesota 
provides individual risk reduction counseling, peer education, 
and referral to psychosocial services to gay and bisexual 
youth. Initial data indicate that participants report decreases 
in risky sexual behavior, regular use of alcohol during sexual 
situations, dysfunctional substance abuse, and denial of 
personal vulnerability to AIDS. Consistent use of condoms 
during anal intercourse nearly doubled. 

• A 1991 study of 145 runaway and homeless youth in New 
York City found that comprehensive intervention, including 
discussion of knowledge about HIV, coping and social skills 
training, and access to medical and other services significantly 
reduced risk-taking behavior among these youth. Al'tcr 
participating in the program, reports of consistent condom 
use increased from less than 25% to more than 60%. Very 
high-risk sexual behavior (multiple sexual partners and 
encounters, and failure to use condoms) decreased from 
nearly 25% to zero. 

COST OF IIIV-RELATED TREATMENT 
SKYROCKETING/SPECIFIC COSTS FOR YOUTH UNKNOWN. 
ACCESS TO CARE UMH EI) 

• By 1994. the cost of caring for all persons with HIV disease 
and AIDS may reach $10.6 billion. The annual costs per 
person of treating AIDS and HIV disease are estimated at 
$32,000 and $5,150, respectively. Estimates for the cost of 
treating adolescents are not available. 

• In recent years, Medicaid has covered an increasing share of 
medical costs associated with the HIV epidemic. However, 
an estimated 4.6 million adolescents ages 10-18 lack health 
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insurance and remain ineligible for Medicaid. Young adults 
ages 19-24 are even less likely to be privately insured or 
eligible for public assistance. 

• In 1989, the most recent year for which data are available, 
at least 1.6 million adolescents in the U.S. needed treatment 
for alcohol and other drug abuse, but only 123,500 actually 
received it. Select Committee interview respondents from 
around the country reported critical drug treatment shortages. 

• Although many experts agree the most promising strategy to ^ 
reduce risky behavior and promote healthy decisions is a 
comprehensive K-12 school health program, only about 300 
schools in the country have any kind of school-linked health 
facility. These facilities provide access to general primary 
care, counseling, and preventive services to many youth who 
may not have another health care provider. By November 
1991, only one in eight school-linked health facilities 
distributed condoms or was planning to do so. 



LEGAL AND ETHICAL CONSIDERATIONS FOR PROVIDING 
HIV-RELATED SERVICES TO ADOLESCENTS REMAIN 

• The HIV epidemic has raised complicated legal and ethical 
issues for adolescents living with the virus and society at 
large. These include HIV-antibody testing, access to medical 
treatment, protection against discrimination, privacy rights, 
duty to warn, types and content of educational interventions, 
and liability concerns. 

• Early treatment has de layed the progression of HIV disease, 
causing some to advocate increased HIV-antibody testing. 
However, few resources have been devoted to providing 
adequate counseling and treatment, and the privacy of youth 
who are tested is often unprotected. Without addressing 
these concerns, experts warn that HIV-antibody screening of 
adolescents does more harm than good. 

• Adolescents' authority to consent for HIV testing and 
treatment for HIV-related services varies by state. By 
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September 1991, 11 states (AZ, CA, CO, DE, h\ MI, MT, 
NM, NY, OH, and WI) had specific statutes authorizing 
minors to consent for HIV testing. Twelve states (AL, FL, IL, 
XY, MI, MT, NV, SC, TN, VT, WA, and WY) had specific 
statutes authorizing minors to consent to testing and treatmefU 
for HIV as an STD. Still other states have specific statutes 
authorizing adolescents to consent only to treatment for 
AIDS or HIV. 

• State laws, financial barriers and a dearth of adequately 
trained health care providers severely impede the provision 
of adequate HIV-related medical treatment to adolescents. 
Participation in experimental clinical trials makes high-quality 
medical services available to some adolescents. Adolescents* 
authority to consent to participation in research, however, is 
even more limited than the authority to consent to 
established treatment. 



FEDERAL EFFORTS TO COMBAT HIV AND AIDS AMONG 
ADOLESCENTS UNDERFUNDED, UNCOORDINATED AND 
INSUFFICIENT 

• While many Federal agencies report HIV-related efforts that 
serve or target youth, ;t is virtually impossible to determine 
the depth or extent of these efforts. Among the primary 
Federal agencies that provide health care research, treatment, 
prevention, and services to youth, total HIV-related spending 
was approximately $107 million in FY 1991 - estimated to 
be less than 5% of the total Federal AIDS budget. The 
Health Care Financing Agency, which administers Medicaid, 
is unable to determine the cost of HIV-related care provided 
to adolescents. 

• Federal HIV-related efforts targeting or serving adolescents 
are piecemeal and uncoordinated. Federal health policy 
regarding adolescents and HIV is essentially nonexistent. No 
agency surveyed by the Select Committee had evaluated its 
HIV-related efforts for adolescents on an agency-wide basis, 
and few resources are dedicated to disseminating promising 
model programs. 
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The Ryan White CARE Act, the Federal law most likely to 
improve adolescents' access to HIV-related treatment and 
services, has been severely underfunded. In the past two 
years, funding for Ryan White programs was less than one- 
third of the total authorized by Congress. 

Federal programs such as community and migrant health 
centers (CHCs and MHCs) and Title X family planning 
clinics have the potential to reach medically underserved 
teens with key HIV-related information (e.g., instructions for 
proper condom usage) and services. Yet, between 1980 and 
1991, funding for CHCs and MHCs declined by 2.4% and 
funding for Title X decreased by 61%, adjusted for inflation. 

Categorical funding of prevention efforts prohibits efforts to 
address related risky behaviors, such as sexual activity and 
drug use. The Office of Drug Free Schools in the U.S. 
Department of Education has one of the largest Federal 
prevention budgets, and Drug Free Schools programs are 
mandated in every state. Despite apparent leeway in the 
statute and the recommendation of the Office of Substance 
Abuse Prevention, the U.S. Department of Education has 
refused requests to include information about other tilV- 
related risk behaviors in this prevention program. 

ITie Centers for Disease Control (CDC) allocates funds to 
state and local educational agencies to provide HIV 
prevention education to in-school and outof-school youth. 
In 1990, the General Accounting Office (GAO) found that 
only two-thirds of public school districts offered any 
formalized HIV education, that teacher training was 
insufficient, and that HIV prevention programs in schools 
were unevaluated. While CDC has begun to respond to 
many of the criticisms raised by GAO and others, (i.e., with 
new regional teacher training centers), current funding 
constraints mean that prevention programming is available 
only to a small minority of those at highest risk, and state- 
of-the-art school-based programing is sparse. 
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FEDERAL RESTRICTIONS ON EXPLICITNESS OF 
PREVENTION MATERIALS AND LACK OF BEHAVIORAL 
RESEARCH LIMIT PROGRAM EFFECTIVENESS 

• While communities have the final say regarding curriculum 
issues, CDC guidelines for the content of prevention 
programs fail to recommend that explicit means for reducing 
AIDS risk be described in middle schools. According to the 
Institute of Medicine at the National Academy of Sciences, 
the omission of information about the protective value of 
consistent condom usage is potentially dangerous since some 
students are sexually active during these years. 

• Few national data exist to assess the extent of many 
behaviors that put youth at risk of HIV, particularly among 
populations that are believed to be at increased risk of 
infection. Objections to research about the environmental 
influences on and prevalence of risky sexual behavior in 
adolescents have had chilling effects on efforts to gather 
information necessary for HIV prevention. Critical 
behavioral research has been cancelled, and the scientific 
community has been made aware that similar studies will not 
be funded in the future. 

• Experts have called CDC requirements for content of HIV- 
related materials cumbersome and overly restrictive. These 
requirements have resulted in the elimination of discussions 
of homosexuality and specific behaviors that put an 
adolescent at risk of HIV from basic "AIDS lOr curricula. 
A newly revised version still requires duplication of review 
processes, and prohibits language that will be offensive to 
"...a majority of adults outside the intended audience." 

• The CDC and numerous researchers have found that correct 
and consistent use of latex condoms lubricated with the 
spermicide nonoxynol 9 prevents transmission of STDs, 
including HIV. However, a new CDC public information 
campaign fails to mention either condoms or sex in public 
service announcements. 
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KEY FINDINGS FROM INTERVIEWS 
CONDUCTED BY SELECT COMMITTEE ON 
CHILDREN, YOUTH, AND FAMILIES 



Community support for HIV prevention and services for 
teens is critical to program success. In order to determine how 
to increase community support for efforts to protect adolescents 
from HIV infection, and how to overcome communfty resistance 
to these programs, the Select Committee on Children, Youth, and 
Families conducted interviews with representatives of 29 programs 
in 20 states that attempt to prevent adolescent HIV infection. 
Major findings were: 

• Apathy is a greater problem for prevention programs than 
community resistance. Resistance had a silver lining - it 
often shattered apathy in the community at large and 
motivated active support for progr£-.as that help keep teens 
safe. 

m Parent involvement in planning is linked with involvement of 
other community segments. 

• Community support snowballs when key groups are recruited. 

• Programs that work with national organizations to provide 
state-of-the-art service gain the most support from 
community leaders and organizations. 

• Programs that belong to coalitions operate with lower 
budgets. 

• Programs find the local data from the Youth Risk Behavior 
Survey valuable in fighting denial and apathy and in planning 
prevention efforts, but need more information about the 
sexual and drug-use behaviors of American teens. 

• Programs that evaluate their efforts enjoy the greatest 
support; evaluation )y outside experts is linked with support 
from the local business community. 
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Barriers to additional progress in preventing adolescent HIV 
infection were identified, and include: 

• Denial of risk, a problem faced by more than 80% of the 
prevention programs interviewed. 

• A lack of action in communities that still have few AIDS 
cases, and an opportunity to avoid the problem, 

• A shortage of general medical ser\aces, family planning 
services, and drug treatment services that are available to and 
appropriate for adolescents. 

• Difficulties in reaching out-of-school youth, 

• A need for funding. 

• A need for technical assistance, especially in program 
evaluation. 
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CHAPTER I 



MILLIONS OF AMERICAN YOUTH ARE 
AT RISK FOR HIV INFECTION 



HIV is transmitted through sexual contact (vaginal, oral, and 
anal), contaminated needles or syringes, infected blood or blood 
products, transplanted tissue or organs from an infected donor, 
and from mother to fetus/ 

The number of adolescents currently infected with HIV is 
unknown. Autho ities have reported relatively few cases of AIDS 
among teens. However, substantial evidence indicates that 
thousands of adolescents are already infected with HIV and 
millions of youth are at rLsk of infection.'^ 

The extent to which the HIV epidemic has spread in any 
population is estimated by a variety of methods, including AIDS 
case surveillance, HIV seroprevalence studies, and surveys of HIV 
risk factors such as sexual and drug use behaviors,-^ This chapter 
discusses the findings and limitations of each of these 
methodologies as used with adolescents. 

A. THE EPIDEMIOLOGY OF AIDS AMONG ADOLESCENTS 
NEARLY 9.000 YOUNG ADULTS ALREADY 
DIAGNOSED WITH AIDS 

AIDS case surveillance data provide a readily available 
method of tracking the spread of HIV. These data, collected by 
the Centers for Disease Control (CDC), indicate gradual changes 
in the spread of the HIV epidemic and the emergence of 
populations that are at risk of infection.^ It is important to note, 
however, that AIDS case surveillance data only track the end 
stage of HIV infection, thereby significantly underestimating its 
progression.^ Changes in the spread of HIV will not be reflected 
by patterns of AIDS cases for years.*^ 

For example, the number of teens diagnosed with AIDS is 
relatively small. However, nearly one-fifth of all U.S. AIDS cases 
have been reported in persons ages 20-29. The best estimates 

(19) 
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available indicate that the mean incubation period between HIV 
infection and clinical diagnosis of AIDS is eight to ten years/^'^ 
Therefore, it is unlikely that persons infected during their teenage 
years would be diagnosed with AIDS as teens. As noted by the 
National Research Council: 



Even with the assumption of a median incubation period of 
eight years, fewer than one-half of persons infected with HIV 
at age 13 would be expected to develop AIDS during iheir 
teenage years, and even fewer of those infected in the laie 
teens would develop AIDS before age 20. Those persons who 
arc diagnosed with AIDS during their teens will be drawn 
mainly from the group of persons whose incubation peri(Xls 
were markedly shorter than the median and who were infected 
during their early teens. 

Other limitations of using AIDS case data to estimate the 
extent of the HIV epidemic are related to problems with 
reporting the data. AIDS cases may be under-reported by as 
much as 20% in a number of states, including those with a high 
prevalence of HIV infection.*^ 

Further, CDC reports AIDS case data for adolescents in 
broad age groups (13-19 and 20-24) rather than by specific age 
at diagnosis. These age groupings are somewhat arbitrary and 
confusing. By the end of 1991, 789 cases of AIDS had been 
diagnosed in youth ages 13-19. However, by adding cases among 
youth ages 20-21, the total more than doubles to 2,552, and by 
adding young adults ages 22-24, the total number of AIDS cases 
more than triples again to 8,949.^^^ Since many services arc 
available to adolescents through age 18 or 21, many experts 
advocate for presenting AIDS case data by specific age at 
diagnosis or by narrow age groups.^ 



The incubation pcnod may depend on ihc route of transmission and the age of the 
individual infected. Natural history studies of hemophiliacs infected with HIV 
suggest that adolescents and children remain asymptomatic longer than adults. 
(Miller. H.G., et al. (eds.) 1990. op cit.| 

For the purposes of this report, recognizmg the limitations dcsciihcd above. AIDS 
case data will be presented according to the broad age gioups currently rcix>rtcd by 
CDC. 
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In addition, without requesting a special data run by CDC, it 
is impossible to determine by gender, both the mode of 
transmission and the race/ethnicity of AIDS cases withm the 
broad age groups. These data are particularly important because 
as will be illustrated in this chapter, the mode of transmission 
varies significantly between females and males and by race and 
ethnicity. 

Finally, the definition of AIDS has changed several times 
since it was first identified more than a decade ago to more 
accurately reflect the opportunistic diseases that indicate advanced 
HIV disease in women, children and adults. CDC has recently 
proposed expanding the definition of AIDS for adolescen^ and 
adults to include people with severe HIV disease- This/=hang| 
would nearly double the number of people in the U.S. with AlUb 
by including an additional 160,000 persons.^ 

AIDS Cases Among Y ""^h Rising Quickly 

As shown in Table 1 and Figure 1. the number of AIDS 
cases in young adults has increased dramatically in recent years, 
with more than half of all cases in persons ages 13-24 having 
been reported in the last 36 months of the decade-long epidemic. 



H.Rept. 102-1074 -92-2 



\ 



22 



Tabk 1: Cumulative ATOS Cases Reported Each Year 



In Persons Ages 13-24, By Age Group^^^ 





^'X 1Q 


20-24 


13-24 




i. 


o 


7 


1982 


3 


35 


38 


1983 


11 


125 


136 


1984 


35 


303 


338 


1985 


71 


645 


716 


1986 


130 


1,263 


1,393 


1987 


211 


2,204 


2,415 


1988 


333 


3,622 


3,955 


1989 


461 


5,063 


5,524 


1990 


628 


6,694 


7322 


1991 


789 


8,160 


8,949 



Special daU request prepared by Reporting and Analysis Section, SurveUlancc 
Branch, Centere for Disease Cootrol. August 1, 1991, and January 13, 199Z 
Numbers arc reported from January through E)ccember for each year. 
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Figure 1: AIDS ^^scs Among Adolescents and Young Adults 
Agei x^24, By Age Grooft Reported Through 1991 

TbouiuMk 



4 




1981 1982 1983 1^84 1985 1986 1987 1988 1989 1990 1991 



Year 

[Ij Aces 13-19 Bi Ages 20-24 



Special data request prepared by Reporting and Analysis Section, Surveillance 
Branch» Ccntcri for Disease Control. August 1, 1991, and January 13, 1992. 
Numbers arc reported from January through December for each year. 
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Heterosexoal Transmission More Commop Among Youtli, 
Smaller Proportion of ATOS Cases in Youth Related to Injecting 
Druiy Use 

The epidemiology of AIDS cases among teens and young 
adults (ages 13-24) differs from that of older aduits in several 
important ways. Adolescents and young aduits are more likely 
than adults to have acquired the virus through heterosexual 
transmission, or as a result of exposure to contaminated blood 
and blood products, and are less likely to have been infected as 
a result of homosexual activity or injecting drug use. 

As shown in Table 2, the mode of transmission varies 
significantly by gender. Transmission through heterosexual 
contact accounts for 45% of AIDS cases among teenage females, 
compared with 2% of AIDS cases in males ages 13-19. It should 
also be not^ that a large proportion of AIDS cases among 
young teem is related to hemophilia in males or blood 
transfusions. By mid- and late adolescence, however, the mode 
of transmission shifts dramatically to sexual transmission (both 
heterosexual or homosexual).^^ 
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Females and Minorities Represent Greater Proportion of Cases 
of AIDS in Youth 

Among individuals with AIDS, younger adults and teens are 
more likely than older adults to be female and members of a 
racial or ethnic minority group. While the majority of U.S. AIDS 
cases are reported among men, women now account for more 
than 10% of all U.S. cases among adolescents and adults (ages 13 
and older). In fact, during 1991, the number of AIDS cases 
among adolescent and adult women increased by 37%, compared 
with 27% among men.^^ 

Comparing the latio of AIDS cases between men and women 
provides further eWdence of the important role that heterosexual 
transmission of HIV plays among teens and young aduiics.^"^ 
Among AIDS cases diagnosed in persons ages 25 or older, nine 
men are diagnosed for each diagnosis among women. In cases 
among persons: ages 20-24, the ratio of males to females is less 
than five to one, and in teens it drops to less than three cases 
among males for each case reported among females. 

Racial and ethnic minority populations are disproportionately 
represented among AIDS cases at all age levels. This is 
especially true among teens and younger adults. As shown in 
Table 3, compared with AIDS cases among adults over age 24, 
African-American, Hijpanic, and other racial and ethnic minority 
youth account for a greater proportion of AIDS cases among 
persons under age 25. While African Americans represent 15.2% 
of the U.S. population ages 13-19, they represent 37% of all 
AIDS cases reported in that age group. Similarly, Hispanics 
represent 11.7% of the teens, but 19% of AIDS cases reported 
among persons ages 13-19.^ 



Based on 1990 Ccnsux data, 80.2% of the U.S. population age« 13-19 is white, 15.2% 
is African- AaiericaOf 2S% is Asian/Pacific Islander, and 1.1% is American 
Indiaa/Mativc American. Teens with Hispanic origin represent 11.7% of the U.S. 
population ages 13>19, however, Hispanic persons niay be of any race. Therefore, 
the percentages noted here reflect overlapping groups. Special data run, U.S. 
Department of Commerce, Bureau of the Census, Population Division. March 2, 
1992. 
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AIDS Cases Among Tt^ns and Youn g Adults Reported in 49 
States and Nearly 100 I^rce Metro politan Areas 

AIDS case data also indicate that the epidemic has spread 
quickly from the early epicenters that included New York, 
California, and Florida. By the end of 1991, 44 states and the 
District of Columbia had reported AIDS among teens, and 49 
states and the District of Columbia had reported AIDS cases 
among young adults age 20-24. (See Table 4) 
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Table 4; ATOS Cases In Persons Ages 13-24, By State and Age 
Group, Reported Through 1991^ 



Slate of 


Age Group — 


Slate of 


— Age Group — 


Residence 


13-19 


20-24 


13^24 


Residence 


13-19 


20-24 


13>24 


Alabama 


11 


83 


94 


North Dakota 


0 


0 


0 


Alaska 


1 


10 


11 


Ohio 


19 


135 


154 


Arizona 


7 


97 


104 


Oklahoma 


5 


44 


49 


Arkansas 


1 






Oregon 


2 


49 


51 


V«Olll\/k 1114 


80 


1116 


1196 


Pennaytvania 


37 
* 


246 


283 


Colorado 


11 


64 


75 


Rhode Island 


1 


18 


19 


Connecticut 


7 


95 


102 


South Carolina 


11 


71 


82 


Delaware 


1 


19 


20 


South Dakota 


0 


I 




DUtrict of 








Tennessee 


8 


83 


91 


Columbia 


6 


146 


152 


Texas 


57 


760 


817 


Florida 


86 


874 


960 


Utah 


3 


21 


24 


Georgia 


27 


279 


306 


VennoDl 


2 


3 


5 


Hawaii 


2 


29 


31 


Virginia 


8 


Ixo 




Idaho 


0 


5 


5 


Washington 


9 


98 




Illinois 


31 


257 


288 


West Virginia 


1 


11 


12 


Indiana 


10 


65 


75 


Wisconsin 


6 


35 


41 


Iowa 


1 


12 


13 


Wyoming 


0 


4 


4 


Kansas 


5 


34 


39 










Kentucky 


8 


43 


51 


Subtotal 


745 


TtOO 


S545 


Louisiana 


17 


171 


188 










Maine 


2 


18 


20 


Guam 


0 


U 


0 


Maryland 


16 


191 


207 


Pacific Islands 


0 


0 


0 


Massachusetts 


16 


171 


187 


Puerto Rico 


44 


355 


Srfy 


Michigan 


15 


104 


119 


Virgin Islands 


u 


c 


< 


Minnesota 


2 


47 


49 


















Total li.S. 




8160 


a949 


Mississippi 


8 


58 












Missouri 


24 


150 


174 










Montana 


2 


5 


7 










Nebraska 


0 


9 


9 










Nevada 


0 


41 


41 










New Hampshire 


3 


14 


17 










New Jersey 


46 


429 


475 










New Mcdco 


3 


16 


19 










New York 


103 


1272 


1375 










North Carolina 


18 


118 


136 











Special data request prepared by Reporting and Analysis Section, Survdllancc 
Branch, Centers for Disease Control. January 13, 1992. Note: CDC 
suiveillance data list the District of Columbia as a sutc of reaidencc. 
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Table 5 illustrates the number of AIDS cases among teens 
and adults under age 25 reported in large metropolitan areas. 
These data show that by the end of 1991, AIDS cases had been 
reported among youth in nearly 100 large metropolitan areas. 
These data also indicate that while AIDS cases continue to be 
reported primarily in large metropolitan areas, by the end of 1991 
nearly one-third of AIDS cases among youth ages 13-19 were 
outside of metropolitan areas with populations of 500,000 or 
more.^^ 
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Tabfie 5s ATOS Cases In Persons Ages 13-24 in Metropolitan Areas 
Having Pc^Hilations of 500^000 or More, By Age Groap» 
Reported Throueh I99i(^> 



Metropolitan — Ajc Group — 
Area of Residence 1^-19 20-24 13-24 



Akron, OH 


1 


9 


10 


Albaity/ 








Schenectady, NY 


•n 
Z 


10 




Q 


g 


g 


Ananeun, wv 


A 


62 


66 


Atlanta, GA 


16 


197 


213 


Austin, TX 


1 




61 


BaKcniieKi, w\ 


1 


13 


14 


oaiiiuiorc, ivll/ 


10 


103 


113 


Baton Rouge, LA 


it 


1? 


\^ 


Bergen-Passaic, NJ 


9 


61 


70 


n> Mf 2 M A 1 

Dnmuignaiu, /u> 




29 


30 


Boston, MA 


in 




136 


Bridgeport, wi 


A 

yj 


28 


28 


outiaio, ni 




13 


15 


Chariestown, SC 


2 


10 


12 


Pharlotte NC 


1 


16 


17 


^niwigu, 11^ 


24 


214 


238 


f^in^nnati OH 


4 


15 


19 


r't^v^lttnH OH 
v^iCVCianU| vyn 


7 


36 


43 


Columbus, OH 


2 


29 


31 


Dallas, TX 


7 


154 


161 


Dayton, OH 


1 


13 


14 


Denver, CO 


3 


44 


47 


Detroit, MI 


9 


69 


78 


EI Paso, TX 


0 


13 


13 


Fort Lauderdale, 








FL 


11 


134 


145 


Fort Worth, TX 


2 


51 


53 


Fresno, CA 


0 


12 


12 


Gary/ 








Hammond. IN 


2 


4 


6 


Grand Rapids, MI 


0 


9 


9 


Greensboro, NC 


3 


16 


19 


Grecnvile, SC 


2 


8 


10 



Metropolitan — Age Group — 
Area of Residence 13-19 20-24 13-24 

Harrisbuiig, PA 4 9 13 
Hartford, CT 2 26 28 

Honolulu, HI 0 20 20 



Indianapolis, IN 


1 


30 


31 


JacksonviUc, FL 


6 


47 


53 


Jeney aty, NJ 


5 


65 


70 


NaDsas v^iy, «^ 


13 


84 


97 


Kna>cv!Uc,TN 


0 


7 


7 


Lake County, IL 


0 


3 


3 


Las Vegas, NV 


0 


28 


28 


Utile Rock, AR 


0 


13 


13 




31 


421 


452 


Louisville, KV 


2 


20 


22 


Memphis, TN 


3 


37 


40 


Miami, FL 


17 


216 


233 


Middlcscjc NJ 


2 


32 


34 


Milwaukee, WI 


2 


24 


2Jo 


Minneapolis/ 






40 


St. Paul, MN 


0 


40 


Monmouth/ 








Ocean Qty, NJ 


3 


22 


25 


Nashville. TN 


0 


19 


19 


Nassau/ 








Suffolk, NY 


10 


55 


65 


New Bedford, MA 


0 


13 


13 


New Haven, CT 


5 


35 


40 


New Orleans, LA 


5 


103 


108 


New Yorli, NY 


77 


1078 


1155 


Newark, NJ 


18 


177 


195 


Norfolk, VA 


3 


44 


47 


Oakland, CA 


5 


74 


79 


Oklahoma, OK 


3 


25 


28 


Omaha, NE 


1 


3 


4 


Orlando, FL 


1 


56 


57 



Special data request prepared by Reporting and Analysis Section, Surveillance 
Branch, Centers for Disease Control. January 13, 1992. 
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MetropotiUn — Group — 
Area of Residence 13-19 20-24 13-24 



Oxnard/ 



Ventura, CA 


1 


11 


17 


Philadelphia, PA 


24 


203 


227 


Phoenix, AZ 


6 


63 


69 


Pitubui^ PA 


2 


23 


25 


PortUnd, OR 


2 


34 


'V; 

OQ 


Providence, RI 


1 


16 


17 


Raleiffhy 








Durham, NC 


1 


31 


32 


Richmond, VA 


1 


26 


27 


Rrventd^>&in 








Bemad ino, CA 


7 


74 


Oi 


Rochester, ^fy 


3 


26 


29 


Sacramento, CA 


3 


27 


30 


Saint Louis, MO 


7 


66 


73 


Salt Lake City, UT 


' 1 


19 


20 


San Antonio, TX 


10 


60 


70 


San Diego, CA 


7 


102 


ivy 


San Francisco, CA 


10 


211 


221 


San Jose, CA 


4 


33 


37 


San Juan, PR 


22 


192 


214 


Scranton PA 


2 


Q 
O 


in 


Seattle, WA 


5 


54 


59 


Springfield, MA 


5 


12 


17 


Syracuse, NY 


3 


11 


14 


Tacoma, WA 


0 


21 


21 


Tampa- Saint 








Peiei^burg, KL 


14 


105 


119 


Toledo, OH 


0 


12 


12 


Tuscon, AZ 


1 


23 


24 


TUlsa, OK 


0 


11 


11 


Washington, DC 


13 


258 


271 


West Palm 








Beach, FL 


15 


108 


123 


Wilmington, DE 


1 


10 


11 


Worcester, MA 


1 


13 


14 


MetropoUlJui Area 








Subtotal 


552 


6550 


7102 


All Other Amis 


237 


1610 


1847 


Total 


789 


8160 


8949 
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B. SEROPREVALFNCE STUDIES IND I CATE RAPID SPREAD 
OF HrV AMONG ADOLESCENTS 

The CDC estimates that approximately one miliion 
Americans are currently infected with HIV and that at least 
40,000 new HIV infections occur each year among adults and 
adolescents.^^ As noted previously, while AIDS case data provide 
a readily available source of data about the HIV epidemic, they 
severely underestimate its spread. Probability samples of the 
prevalence of HIV infection among individuals drawn from well 
defined populations would provide a more accurate assessment of 
the extent of the epidemic.^'* With few exceptions, however, HIV 
seroprevalence studies are drawn from samples of convenience 
which do not include adolescents.^'' 

Seroprevalence studies based on nonprobability samples that 
have included adolescents and young adults have found a wide 
range of HIV infection. For example, among' the nearly 950 
youth ages 15-19 who used an STD clinic in Baltimore during a 
four-month period in 1987, 2.2% (or about one in 50) were 
infected with HIV. Among patients ages 15-24 who were served 
by a Bronx hospital during a nine-month period in 1988, 3.6% of 
males and 2.5% of females were infected with HIV.^* In New 
York City, one in 170 teenage women (under age 20) who 
delivered live births between November 30, 1987 and March 31, 
1990 was infected.^^ By contrast, among students served by 17 
U.S. college health units between 1988 and 1989, 0.2% (or one 
in 500) was infected with HIV.^^ 

To date there are no national epidemiologic studies of HIV 
infection among adolescents. The lack of population-based data 
makes it impossible to accurately estimate ?.he prevalence of HIV 
infection among adolescents. The largest samples for national 
seroprevalence studies involving adolescents have come from 
applicants for U.S. military service and Job Corps^ entrants. 
(See Taiole 6 for summary.) 



Job Corps is a Federally-funded educational aid training program lo help 
economically disadvantaged youth (ages 14-21) conirlcle iheir education and learn 
skills that will help them obtain employment. 
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Table 6: Comparison of HIV Infection Rates Among Young 
Military Applicants and Job Corps Entrants^^^^ 



Description 



Dates of Dau Collection 



Number of Youth Tested 

Race and Ethnicity of Study Population 
White 

African American 

Hispanic 

Other 

Age of Study Population 



Percent with HIV infection among 
study population 

Percent with HIV infection among males: 
ages 16-17 
age 18 
age 19 
age 20 

Percent with HIV infection among females: 
ages 16-17 
age 18 
age 19 
age 20 

HIV infection rates by Race and Ethnicity: 
White 

African American 
Hispanic 



Military 
Applicants 

October 1988- 
March 1989 

1,14U57 



837^44 
215,869 
55,630 
32^14 

17-19 
years 

0.03% 



0.01% 
0.03% 
0.07% 
na 



0.02% 
0.03% 
0.05% 
na 



0.02% 
0.10% 
0.03% 



Job Corps 

October 1987- 
February 1990 

137,209 



41,409 
75,036 
14,024 
6,440 

16-21 
years 

0.36% 



0.13% 
0.29% 
0.55% 
0.65% 



0.22% 
0.35% 
0.23% 
0.45% 



0.12% 
0.53% 
0.26% 



Burke, D.S., et al. "Human Immunodeficiency Virus Infections in Teenagers: 
Scroprcvalence Among Applicants for U.S. Military Service." Journal of the 
American Medical Association (JAMA). Vol. 263. No. 15. 1990. p. 2074-2077. 

St. Louis, M.E., ct al. "Human Immunodeficiency Virus Infection in 
Disadvantaged Adolescents: Findings From (he U.S. Job Corps.'' JAMA . Vol. 
266. No. 17. November 1991. p. 2387-2391. 
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As indicated in Table 6, more thsn one in every 300 
adolescents who entered the Job Corps during the study period 
was infected with HTV, compared with more than one in eve^y 
3,000 teenagers who applied for entry into military service. The 
tenfold difference in seroprevalence rates reflects differences in 
HIV prevalence in the populations sampled. The military sample 
was dominated by whites and high school graduates; the Job 
Corps sample consisted of predominantly disadvantaged minorities 
and high school dropouts. WhUe drug addiction excludes 
applicants to both Job Corps and military service, the Job Corps 
does not exclude adolescents with a history of drug use, or who 
are homosexual and/or bisexual.^^ 

Despite differences in populations, both studiss found higher 
rates of HIV infection in African-American and Hispanic youth 
than in white youth. By age 21, nearly one in 80 minority 
entrants to the Job Corps was infected with HIV. 

The military and Job Corps studies also found that HIV 
infection rates were higher in females ages 16-18 than among 
males. In fact, the ratios of mile- to-female infections were 
significantly lower than those founa from AIDS case surveillance 
data, (1.1:1 and 1.2:1 in the militar ' and the Job Corps studies 
respectively, compared with 2.7:1 in youth ages 13-19 diagnosed 
with AIDS). 

C, DATA REGARDING SEXUM^ BEHAVIORS AND DRUG 
USE AMONG ADOLESCENTS ALSO INDICATE THEY 
ARE AT RISK OF HIV INFECTION 

Since the early 1970s, the incidence of sexually transmitted 
diseases (STDs), unintended pregnancy, and other problems 
associated with sexual activity have increased among adolescents 
in the United States.^^ For example, approximately one million 
adolescent females become pregnant each year. By 1989, birth 
rates for teenagers had increased to levels not observed for 15 
years.^^ Additionally, 86% of all STDs occur among persons ages 
15-29 years.^*' While not all teens are sexually active or drug 
users, available data indicate that many adolescents currently 
engage in sexual and drug use behaviors that put them at risk for 
HIV infection. 
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HIV infection- 

For adolescents who have not had sexual intercourse and 
who have not shared needles or syringes, the risk of HIV 
infection is low. At higher risk are adolescents who: 

• engage in sexual intercourse at early ages; 

• have several sexual partners; 

• have a sexually transmitted disease; 

• practice intercourse without consistent and propter use of 
latex condoms with spermicide; 

• engage in male-to-male sexual relations; 

• engage in anal intercourse; 

• inject drugs (including cocaine, amphetamines, steroids, 
and heroin); 

• or who have sex with injecting drug asers.^^ 

As noted by the National Research Council in 1990, no 
single statistic captures the complex dimensions of risk or the 
considerable variation in the prevalence of sexual and drug use 
behaviors across all ages, genders, and racial subgroups,-^ 
However, research describing the prevalence of the above- 
mentioned behaviors among adolescents provides an alternative 
method of estimating their risk of HIV infection. 

By age 20, 68% of adolescent females and 86% of adolescent 
males are sexually active. Two national surveys offer estimates of 
trends in adolescent sexual behavior: the 1988 National Survey 
of Family Growth (NSFG) and the 1988 National Survey of 
Adolescent Males (NSAM). During the past two decudes, there 
has been a steady increase in both the proportion of young teens 
who are sexually active, and in the number of their premarital 
sexual partners.^ 

Greater Proportion of Adolescent Females Sexually Active. Age 
of First Intercourse Dropping 

According to the NSFG study, the percent of females ages 
15-19, who reported having engaged in sexual intercourse rose 
from 47% in 1982 to 53% in 1988.*^^ As shown in Figure 2, 
much of the increase can be attributed to increases occurring 
among white and non-poor teens, thus narrowing racial and 
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Flg«r«2: Percent of Adolescent Females Ag^ 1M9 Who ^r H^ 
Sexual Intercoarse, By lUce/Ethnldty and Poverty Level, 
1982 and 1988^^^ 




1982 



1988 



□ 

Hispanic 



Racc/Elhnicity and Poverty Level 
VSThitc, Non-Hispanic 
< 200% of Poverty 



\Z2 BUclt, Non-Hispanic 



>2Q0% of Poverty 



(I) Reprints with the permiMioo of TTk Alan Gutun»chcr Intitule f f^-J*^"* 
DaS, Fon«t JlS«htd. Sinjh. -Dh: Sexual «kJ Rcpnxiuct« ^uvk^ «f 

SeptemberAJctobcr 1990. 
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Sexual activity increases dramatically with age among 
adolescent females. NSFG data tabulated by the National 
Research Council indicate that in 1988, 10% of females reported 
engaging in sexual intercourse before age 15; 35% reported 
intercourse before age 17; and nearly 70% of young women 
reported sexual intercourse before age 20.^^ (See Table 7) 



TaWe 7: Percent of Never-Married Females Bom Between 1964- 
1972 Who Report Engaging in Sexual Intercourse, By 
Age at First Intercourse and Race*^^-* 



Agg 




African- 




All 


American 


White 


Before 14 


4.1% 


8.0% 


2.8% 


Before 15 


10.3% 


17.4% 


8.2% 


Before 16 


zO.9% 


31.2% 


18.9% 


Before 17 


35.2% 


50.4% 


33.0% 


Before 18 


49.7% 


65.8% 


48.8% 


Before 19 


62.7% 


80.7% 


62.0% 


Before 20 


68.2% 


87.7% 


66.5% 



Percent of Sexttallv Active Adolescent Males Also Rising 

Rates of sexual activity are also increasing among adolescent 
males. NSAM data (of males living in metropolitan areas) 
indicate that the proportion of males who had intercourse by age 
19 increased from 78% in 1979 to 86% in 1988.^^ 

As shown in Figure 3, in 1988, 33% of males age 15 reported 
having engaged in premarital intercourse. Among 17-year-old 
men, the proportion who were sexually active doubled to 66%; 
for those age 19, 86% reported having engaged in premaritai 
sexual intercourse.*^ 



Reprinted with penniwion from AIDS: The Second Decad^ al990 by the 
Nttkmtl Academy of Sdcocc*. PuUkbed by the National Academy ?rcm, 
Washioftott, DC Percentages noi ibcwn for Hitpaoic feniaka becauac of amall 
taasple tixe. 
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Figure 3: Percent of Never-Married Males Ages 15-19 Who Have Had 
Sexual Intercourse^ By Age, According to Race/Ethniclty, 




IS 16 

□ au 

H Hispanic 



17 18 
Age 

African -American 



Reprinted with the pcnnittioc oC The Alin Gutunachcr Institute from Frcya 
Soocnitcin, Jo«cph Pteck, and Leightoo C Ku, "Sexual Activity, Condom Use and 
AIDS AwuxoeK Among Adolescent Malca." Family Planning Pcr»pcctivea. Vol. 
21. No. 4. July/Aufutt 1969. 
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Many Youth Report Multiple Sexual Partners 

Once teens initiate sexual activity, many continue to engage 
in intercourse, often with multiple partners. Despite relatively 
short histories of sexual activity, 58% of sexually experienced 
females ages 15-19 reported having had sex with two or more 
partners. NSFG data also indicate that while nearly one-fourth 
of women ages 18-19 are not sexually active, almost the same 
proportion reported having had three to five partners and 11% 
reported having had six or more partners.*^^ 

Young n-ien residing in metropolitan areas also reported 
numerous sexual partners. Nearly 20% of men ages 18-19 
reported having had between three and five partners, and about 
the same proportion reported six to ten partners.*^^ 

One in Six Teens Affected by a Sexually Transmitted Disease 
Each Yean Prevalence of STDs Serves as Proxy for Sexual Risk 
Taking Among Youth 

The aggregate annual costs of herpes, gonorrhea, chlamydia, 
and pelvic inflammatory disease are estimated to total $8.5 
billion.-^^ In 1980, a National Institute of Allergy and Infectious 
Diseases Study Group concluded that STDs were the most 
pervasive, destructive, and costly communicable diseases 
confronting adolescents.*^^ Ten years later, the transmission of 
STDs in adolescents remains an urgent public health concern. 

Adolescents are at higher risk for sexually transmitted 
infection than members of other age groups for a variety of 
behavioral, biological, and psychosocial reasons.*^^ The CDC 
estimates that three million teens, or one in six, are affected by 
an STD annually and that nearly two-thirds of the more than 12 
million STDs diagnosed in 1990 were among persons under age 
25/^ Left untreated, STDs may result in a number of serious 
health consequences including death, pelvic inflammatory disease, 
infertility, ectopic pregnancy, adverse pregnancy outcome, infant 
pneumonia, infant death, mental retardation, immune deficiencies, 
and neoplasia.''^ The prevalence of STDs in young adults is 
particularly troubling in light of recent studies showing that HIV 
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transmission is enhanced when genital lesions from other STDs 
are present''^ 

No reliable sources of national data exist regarding STDs 
among adolescents/^ Because states are not required to report 
various STDs, there is little uniformity in data collection about 
the prevalence and incidence of most sexually transmitted 
diseases."^ Estimates of the prevalence of STDs are drawn from 
reportable disease registries, surveys of visits to office-based 
practices, data on patients attending specialized health facilities, 
and information gained from nationally representative samples of 
the population/^ 

STD rates among teens vary by sex and race, with more 
STDs reported among females than males, and among minority 
youth than whites. As noted by the Office of Technology 
Assessment (OTA) in its recent Adolescent Health report, 
differences between males and females may be explained in part 
because sexually active females are more likely than males to seek 
reproductive health care or family planning services where they 
may be screened for STDs. High STD rates among African- 
American and Hispanic youth may reflect the tendency of these 
adolescents, who are disproportionately fi-om low-income families, 
to use public health clinics which report STDs more completely 
than private practitioners. Additionally, higher rates of sexual 
activity among African-American youth may account for higher 
rates of STDs in this population.^*^ 

As of March 1, 1989, only three states required reporting of 
chlamydia infections, the most common type of STD infection 
among adolej>^nts.'''' Data from selected studies show that 
chlamydia infection rates vary from 3% to 37% depending on the 
surveyed population.^ According to OTA, chlamydia infection 
has been found to be highly prevalent among certain subgroups 
of sexually active adolescents, particularly among African- 
American inner-city teenagers from low socioeconomic 
backgrounds. However, since the data are based on selected 
studies of teenagers attending various types of clinics, this finding 
may reflect the fact that many STD clinics are located in large 
metropolitan areas.^^ 
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All 50 states require reporting of gonorrhea and syphilis/'' 
Because of the large number of cases reported every year, trends 
in gonorrhea provide the best estimates of STD patterns in 
teenagers/^ During the 1980s, while gonorrhea rates declined in 
most age groups, they increased in males ages 15-19. Similarly, 
females ages 15-19 assumed the highest age-specific gonorrhea 
rate in 1984, and widened the gap over the next several years/^ 
By 1989, more than one in four (29%) newly reported gonorrhea 
cases occurred among youth ages 10 to 19 years/*' 

Information about the prevalence of other STDs also indicate 
that significant numbers of adolescents may be at risk of HIV. 
In 1989, the most recent year for which data are available, the 
number of syphilis cases reported in the United States was at its 
highest level since World War n.^ Between 1977 and 1987, the 
incidence rate of syphilis among females ages 10-14 and 15-19 
increased approximately 120%. By 1989, nearly 10% of newly 
reported cases of syphilis were among persons ages 10-19.^^ 

The most common consequence of STD infection for women 
is pelvic inflammatory disease (PID). Between 1975 and 1981, 
more than 260,000 women ages 15 to 44 experienced an episode 
of PID. Of these women, more than one in seven (16%) were 
teens ages 15 to 19 years. Nearly half (43%) of women 
hospitalized with PID are under age 25.^*^ 

Condom Use Increased During 1980s. Yet Many Adolescents 
Remain Unprotected From HIV and Other STDs 

The most effective way to prevent infection from HIV and 
other STDs is to abstain from sexual intercourse. For those who 
are engaging in sexual intercourse, however, various studies 
among adults have found that correct and consistent use of latex 
condoms lubricated with the spermicide nonoxynol 9 provides an 
effective barrier to prevent transmission of STDs, including 
HIV.^7 

At hearings in June 1991 entitled: The Risky Business of 
Adolescence: How to Help Teens Stay Safe," some Members of 
the Select Committee expressed concern that promoting condom 
use among sexually active adolescents could actually increase risk 
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of HIV infection because condoms are not 100% effective " Dr. 
Lloyd Kolbe, Director of the Division of Adolescent and School 
Health of the CDC, responded to these concerns. In 
collaboration with the Division of STD/HW Prevention at CDC, 
Dr. Kolbe summarized the extensive body of research about 
condom effectiveness. His response included the following 
points 

• When latex condoms are used consistently and correctly, they 
are extremely effective in preventing sexually transmitted 
diseases (STDs), including HIV. 

• Although latex condoms have reduced the risk of contracting 
STDs in both laboratory and clinical studies, effectiveness has 
varied. Several studies show 100% effectiveness for latex 
condoms. The individual user, not the condom, is more likely 
to be responsible for any failure in protection from sexually 
transmitted infection or unwanted pregnancy. 

• While the "typical" failure rate of condoms as contraceptives is 
approximately 10-20%, condom effectiveness as a contraceptive 
increases with experience, and failure rates as low as 0.6% have 
been documented. 

• Manufacturing defects are quite uncommon. Each domestically 
manufactured condom is individually electronically tested for 
pinholes and areas of thinning, and imported batches are 
subject to testing by the Food and Drug Administration. 

See AppendK C for materials submitted by Kolbe in response 
to concerns about condom effectiveness. 

Between 1982 and 1988, the percent of teenage females 
practicing contraception rose significantly, from 24% to 32%, 
reflecting primarily an increase in condom use by this 
population.^ In fact, the percent of females ages 15-19 who 
reported reliance on condoms for contraception increased from 
21% in 1982 to 33% in 1988. During the same years, the 
percent of females relying on the pill for contraception decreased 
from 64% to 59%.^^ 

The proportion of females ages 15-19 who reported 
contraceptive use at first inUrcourse also increased during the 
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1980s, from 48% in 1982 to 65% in 1988.^^ This increase was 
due principally to increased condom use reported by females of 
ail races/ethnicities, and socioeconomic status.*^ (See Table 8) 



Table 8: Percent of Sexually-Experienced Females Ages 15-19 Who 
Used Condoms and/or Any Method of Contraception at First 
Intercourse, By Rac^thnicity, 1982 and 1988^^^ 



1982 1988 



Any 


Condom 


Any 


Condom 


Method 


Use 


Method 


Use 


Total 47.9% 


22.6% 


65.0% 


47.4% 


White, Non-Hispanic 54.6% 


24.9% 


69.0% 


51.1% 


Black, Non-Hispanic 35.8% 


18.7% 


54.1% 


34.8% 


Hispanic 22.5% 


12.8% 


53.9% 


41.8% 



Despite these improvements, it is important to note that 
more than one-third of females ages 15-19 do not use any 
method of contraception at first intercourse and that many young 
people, particularly females, delay contraceptive use for up to a 
year after first intercourse.^ 

Condom use among males has also increased si£,nificantly in 
the past decade. In 1979, 21% of sexually-active males ages 17- 
19 who were surveyed reported that they had used a condom at 
last intercourse. This figure rose to 58% in 1988,^^ As 
mentioned previously, condom use at first intercourse is especially 
important for HIV prevention, because younger teens tend to 
delay contraceptive use, including use of condoms, for many 
months or even years. Table 9 summarizes data reported by the 
1988 National Survey of Adolescent Males. 



Reprinted with the permission of The Alan Guttmacher Institute from 
Jacqueline Darroch Forrest and Susheela Singh. "The Soowl and 
RepixxJuctive Behavior of American Women, 1982-1988." Family P!annin£ 
Peripcctivea . Vol. 22. No. 5. September/October 1990.' 
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Table 9: Percent of Never-Married, Sexually-Active Males Ages 15-19, 
By Contraceptive Method Used At First Intercourse, According 
to Age at First Intercourse and Race/Ethnlclty, 1988^^ 



Method and Age at 






African- 


First Intercourse 


All Races 


WhiteAmericanHispanic 


Condoms Alone or With 






Other Methods 








all ages 


55.0% 


57.9% 




<12 


16.5% 


2.2% 


27.0% 11.8% 


12-14 


48.3% 


52.3% 


38.9% 41.9% 


15-17 


60.8% 


61.5% 


56.6% 59.5% 


18-19 


64.1% 


63.7% 


37.4% 66.1% 


InefTective or No 








Contraceptive Method 








all ages 


37.8% 


33.9% 


50.6%42.8% 


<12 


74.5% 


70.8% 


73.0% 88.2% 


12-14 


48.3% 


44.6% 


51,1% 53.0% 


15-17 


31.6% 


30.6% 


33.8% 36.0% 


18-19 


16.3% 


15.1% 


62.6% 11.4% 



Homosexual Behavior May Be More Common in Teens than 
Previously Thou£ht 

As mentioned previously, although male homosexual behavior 
is implicated in a large number of AIDS cases among youth, a 
lack of reliable data has prevented accurate assessment of the 
prevalence of homosexual activity and risk-taking among 



Reprinted with the permission of The Alan Guttmacher Institute from Freya 
Soncnstein, Joseph Pieck, and Uighton C. Ku. '^Sexual Activity, Condom Use and 
AIDS Awareness Among Adolescent Males." Family Plann ine Perspectives. Vol. 
21. No. 4. July/August 1989. 

In this tabic, effective methods of contraception include oral contraceptives, 
diaphragm, lUD, sponge, foam, jelly or suppository. 
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adolescents who identify themselves as gay or lesbian.*^ 

Since the Kinsey studies were conducted during the i940s 
and 1950s, only one study using data from a national probability 
sample has estimated the prevalence of same-gender sex. This 
1970 survey found that at least 20% of American men have had 
same-gender sexual contact to the point of orgasm, with the 
majority reporting that the first contact of this type occuned 
during their teenage years or earlier. 

Other smaller studies have confirmed that homosexual 
experimentation is more frequent among adolescents than 
commonly believed. One study of high school students in the 
Bronx found that 10% of female students and 9% of male 
students reported same-gender sex,^ and four other surveys of 
young American men found thai the incidence of homosexual 
activity resulting in orgasm on at least one occasion ranged from 
17% to 37%.^ 

Homosexual activity during adolescence does not necessarily 
confirm a gay or lesbian sexual orientation, but it is important to 
note that many adolescents who may not consider themselves to 
be homosexual or bisexual, nevertheless participate in same- 
gender sexual behaviors that place them at risk of HIV 
infection/^ (See Chapter III for further discussion of homosexual 
behavior among youth.) 

Anal Intercourse Practiced by Heterosexual Adolescent Partners 

Anal intercourse is particularly risky for HIV transmission 
because it may cause smal) tears in the rectal lining, which can 
allow infected semen to enter the bloodstream/^ National 
estimates of the prevalence of this behavior are unavailable. 
However, one study found that more than one-fourth (25.2%) of 
teenage females attending an adolescent outpatient clinic in New 
York City reported having engaged in ana! intercourse,'^^ and 
another study found that of more than 100 females ages 15-21 
interviewed at a family planning clinic, 12% reported that they 
had engaged in anal intercourse.'^*^ 
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Nearly One Million Teens Exchan^ Sex for Food, Shelter, 
Money* or Drugs 

An estimated 150,000 adolescents become involved in 
prostitution each year/^ and according to one study by the 
American Medical Association, an estimated 900,000 teens have 
exchanged sex for food, shelter, money, or drugs. Of these youth, 
two-thirds are female/^ 

Drug Use Preyalent Amony Teens, Associated w ith Riskv Sexual 
Behavior 

Millions of young adults experiment with alcohol and other 
drug use each year. Although intravenous drug use is particularly 
risky in terms of HIV infection, other drugs can play a less direct 
role in HIV transmission because th^ can impiiir a user's 
judgment, leading the user to engage in higher risk sexual 
behaviors/^ 

Data from the 1991 National Household Survey and the 1990 
National High School Senior Survey indicate that over four 
million young people ages 12-17 (20.1% of this population) have 
used an illicit drug at least one time during their lives; over 2.9 
million (14.8%) have used an illicit drug within the past year, and 
nearly 1.4 million (6.8%) of young people ages 12-17 had used 
illicit drugs in the month prior to the interview. (See Table 10) 
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Table 10. Percent of Adolescents Ages 12 to 17 Reporting Drug Use, 



Used at Least 
Once In 
Ever Used Previous Year 



Any Illicit Drug 


20.1% 


14.8% 


Marijuana 


13.0% 


10.1% 


Inhalants 


7.0% 


4.1% 


Hallucinogens 


3.4% 


2.1% 


PCP 


1.1% 


0.6% 


Cocaine 


2.4% 


1.5% 


Crack 


0.9% 


0.4% 


Heroin 


0.3% 


0.2% 


Nonmedical Use of 






Psychotherapeutics 


7.5% 


5.4% 


Stimulants 


3.0% 


1.9% 


Sedatives 


2.4% 


1.3% 


Tranquilizers 


2.1% 


1.3% 


Alcohol 


46.4% 


403% 


Steroids 


0.6% 


0.3% 



Older teens are even more likely to report illicit drug use, as 
indicated by data from the National High School Senior Drug 
Survey in Table 11. 



U.S. Department of Hcallh and Human Services. Naiional Insiilule on Drug Abuse 
(NIDA). Naiional Hou.sehold Survey on Drug Abu.se: Populalion Rsiimales 1991 . 
1991. PsychoiherapcuUcs include u.se of pre^c^iplion•lype siimulanl, sedative, 
tranquilizer, or analgesie. excluding over-the-counter drugs. 
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Table 11. Percent of High School Class of 1990 Reporting Drug Use^^> 







Used at Least 






Once In 




Ever Used 


Previous Year 


Marijuana 


40.7% 


27.0% 


Inhalants 


18.0% 


6.9% 


Hallucinogens 


9.7% 


5.9% 


LSD 


8,7% 


5.4% 


PCP 


?,8% 


1.2% 


Cocaine 


9.4% 


5.3% 


Crack 


3.5% 


1.9% 


Heroin 


1.3% 


0.5% 


Other Opiates 


8-3% 


4.5% 


Stimulants 


17.5% 


9.1% 


Sedatives 


7,5% 


3.6% 


Tranquilizers 


7.2% 


3,5% 


Alcohol 


89.5% 


80.6% 


Steroids 


2.9% 


1.7% 



In 1991, the Department of Health and Human Services 
reported that eight million junior and senior high school students 
(nearly 40% of this population) reported weekly consumption of 
alcohol, including 5.4 million students who had 'binged" with five 
or more drinks in a row, and 454,000 who reported an average 
weekly consumption of 15 drmks. 

Adolescents who may be at highest risk of injecting drug use 
or risky sexual behavior related to alcohol or drug using behavior 
include youngsters who have engaged in prostitution, are 
runaways or are homeless, have been detained or incarcerated, or 
have been abused.""^ 

It is important to note that the High School Senior Survey 



^'^^ NIDA. Dnig Use Among Aincncan Hi^h School Seniors. Coilege Students and 
Young Adults. 1975-1990 - Vol. 1: High School Seniors . Rockville^ MD. 1991. 
Perccnls fcr inhalants are not adjusted for known underreporting of amyl and butyl 
nitrates. Only drug use which was not under a doctor's orders is included for 
opiates, stimulants, sedatives, and tranquilizers. , 
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included only adolescents who attended high school. However, 
drug use has been documented at signifi( ^ntly higher levels 
among certain segments of the teenage population, many of 
whom do not attend school/^ Similarly, while the 1990 National 
Household Survey sample included adolescent school dropouts 
living at home and persons living in homeless shelters, it does not 
include runaways, transient populations (such as homeless youth 
not in shelters), or those who were detained or incarcerated. 

Crack Use Linked To Spread of HIV 

Crack (a smokable form of cocaine) is believed to play an 
important role in the HIV epidemic due to its highly addictive 
properties and its association with' increases in an individual's 
sexual drive and subsequent increases in unprotected sexual 
activity.^^ According to the Chairman of the National 
Commission on AIDS, June Osborne, crack use is thought to 
have contributed to high levels of HIV and other STDs in a 
number of states including New York, New Jersey, and Georgia.^^ 

A study of 222 African-American teenage crack users from 
San Francisco and Oakland found that 96% were sexually active, 
62% had sold crack, 51% had combined crack use and sex, 41% 
reported a history of STDs, and 25% had exchanged sexual favors 
for drugs or money. While the average age of first intercourse 
was 12.8 years among the study population, the age at first 
condom use was 14.8 years.^- (See Chapter III for further 
analysis of drug use among youth and its role in the HIV 
epidemic.) 
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CHAPTER II 

PREVENTING RISKY BEHAVIOR IN ADOLESCENTS 



There is no preventive vaccine or cure for AIDS, so 
eliminating risky behavior that might lead to HIV infection is the 
only way to stop the spread of the virus/ Effective HIV 
prevention programs for adolescents must dispel myths, impart 
knowledge about HIV transmission and self-protection, reinforce 
or instill b.p.alth promoting attitudes and behaviors, and, ultimately 
lead to sustained avoidance of high-risk behavior.^ 

Few HIV prevention programs for adolescents have been 
rigorously evaluated. Some interventions have increased 
knowledge about AIDS or even induced reported changes in 
relevant attitudes. Unfortunately, responses on paper in a 
classroom do not guarantee reductions in high-risk behavior or 
increases in health-promoting behavior.^ 

HIV prevention programs have adopted promising strategies 
from efforts to reduce smoking and other risky behaviors common 
among teenagers. Additional HIV prevention program guidance 
has emerged from the front-line experience of educators, public 
health officials and youth service providers.'' 

Even if a cure for HIV infection is found, prevention will 
continue to be necessary. New treatments will bring with them 
complex issues of aq)erimentation with human subjects and 
problems with resource allocation. As the rise in the rate of 
syphilis infection has shown, no single intervention, even effective 
treatment, is likely to totally eradicate this major public health 
problem.^ 

A. COMPREHENSIVE HIV PREVENTION PROGRAMS 
MOST PROMISING 

During the past several years, many efforts to reduce or 
eliminate the risk of HIV infection have been undertaken. 
Prevention campaigns targeting teenagers are underway in 
classrooms, school-based and community-based health clinics, 
other community settings, and the media.^ 
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Program elements range from individualized counseling to 
comic books. Some programs employ a single type of 
intervention, while others utilize various combmations of 
strategies/ 

The Select Committee on Oiildren, Youth, and Families held 
hearings in June 1991, The Rislcv Business of Adolescence: How 
to Help Teens Stay Safe, to identify effective strategies for 
preventing risky behavior in adolescents. Several witnesses at 
the hearings pointed out that '^ABDS lOr is insufiBcient to elicit 
behavior change in teenagers. 

William Gardner of the University of Pittsburgh School of 
Medicme listed some of the necessary components of effective 
programs in his testimony to the Committee: 

• Preventive education should begin early, before risk- 
taking behaviors begin; 

• The intervention must be persistent, with messages 
delivered through many channels; 

• The intervention should be comprehensive, addressing all 
adolescent risk-taking behaviors; 

• The intervention should include social skills training to 
help the adolescent cope with peer cultural support for 
risk-taking; and, 

• When adolescents are already participating in high-risk 
behavior, they need access to health services and 
intensive, individualized attention.^ (See Chapter III) 

Further direction for prevention programs comes from a 
report issued by the Committee on AIDS Research and the 
Behavioral, Social, and Statistical Sciences of the Institute of 
Medicine (lOM). The Committee found that HIV prevention 
programs should disseminate clear, specific information to all 
adolescents about the dangers of drug use and unprotected sex, 
and about the protective value of abstinence, condoms and 
spermicides. Adolescents at highest risk should be (1) provided 
special outreach and information, (2) aided in altering the 
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behaviors that put them at risk, and (3) offered assistance in 
escaping the social or economic conditions that foster risk-taking. 
This guidance was recently reiterated by the Office of Technology 
Assessment (OTA)J^ 

Several sets of guidelines for HTV prevention programs for 
adolescents are available. References for guidelines are listed in 
Appendix C of this report, and include those developed by the 
Centers for Disease Control (CDC) and others tailored to 
address special needs such as those of young people in rural 
schools. Chapter III provides descriptions of model programs 
targeting specific populations. 

B. LESSONS FROM TEEN PREGNANCY PR EVENTION 
APPLY 

Because few evaluations of HIV prevention programs for 
teens have been conducted to date,^^ existing information about 
preventing other problems associated with high-risk behaviors 
must guide HTV prevention programmers.^^ Certain program 
components have been shown to be necessary to prevent any 
type of undesirable outcome of high-risk sexual beha\'ior in this 
age group, and program design must take into account the 
psychological realities of adolescence.^^ 

No Single Solutiopi Education. CommuBicatio n With Adults. 
Skills Trai nin y and Health Care Access All Nee ded to Reduce 
PreynancY 

The Office of Adolescent Pregnancy (OAP) has funded 
abstinence promotion over the last ten years.^"* Studies of the 
impact of a single "Just Say No" approach to teen pregnancy 
prevention show that it does not actually change behavior, and 
may ignore important adolescent characteristics. ^ 

Kathleen Sullivan, Director of Project Respect in Illinois, 
reported statistically significant differences in teens' reported 
beliefs and attitudes about sex after participation in her 
abstinence promotion program. For example, "When asked, 'Are 
sexual urges controllable?' 28% said 'Always' on the pre-test in 
this past year and that went up to 48% on the post test." 
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However, formal evaluations of the program show no evidence of 
behavior change in Project Respect participants/'' 

By contrast, abstinence programs that add social skills 
training (including topics such as assertiveness, refusal skills, 
interpersonal problem solving, and decision making) which are 
taught by high status individuals (e.g., respected peers) have 
resulted in as much as one year's postponement of sexual 
initiation in young teens (8th and 9th graders)/* However, even 
the most successful abstinence programs have had little effect on 
the behavior of older teens who were already sexually active and 
therefore at higher risk of both pregnancy and HT/J^ 

Similarly, traditional school-based sex education alone, while 
necessary, appears insufficient to reduce the prevalence of 
unprotected sex. At the "Risky Business" hearing, Bradley P. 
Hayton cited evidence in his written testimony that sex education 
(in the absence of skills training, mentoring and health care 
access) has not been shown to delay sexual activity or to increase 
use of contraception.^ 

However, broader approaches that supplement education 
with certain additional services have proved effective with many 
older teenagers. A level of funding characteristic of multi-mode 
programs is required to "...provide ample dosage to offset this 
major sociu-<:ultural problem."^^ 

Demonstration programs such as The School/Community 
Program f or Sexual Risk Reduction Among Teens, designed by 
Professor Murray Vincent of the School of Public Health of the 
University of South Carolina,^^ and Preventing Adolescent 
Pregnancy, by Girls* Inc.^ have shown that teen pregnancy rates 
can be cut by more than one-third when several key program 
elements are combined. Effective demonstration programs 
comprised health care services (including contraceptive access or 
distribution), individual counseling, career planning, social skills 
training, parent/child communication workshops, and sexuality or 
family life education.^ 

It should be noted that, even when comprehensive programs 
have demonstrated effectiveness at one point in time, continual 
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monitoring and constant readjustments of program quality are 
necessary to maintain momentum. A case in point is the South 
Carolina example mentioned above pregnancy rates climbed 
back to original levels three years after the intervention when 
access to contraceptive services was reduced and trained teachers 
left the school system.^^ 

Program planners in Maryland, recently named the model 
state in adolescent pregnancy prevention by the Southern 
Governors' Association, have deemed comprehensive services the 
most promising approach. At the June hearings, Bronwyn 
Mayden, Executive Director of Maryland's Governor's Council on 
Adolescent Pregnancy, offered a partial explanation for the need 
for comprehensive services: 

Different strategies are needed [because] adolescents are not 
a monolilh....Teen pregnancy is a complex phenomenon 
involving concepts of personal worth and identity, social 
norms and pressures, the allure of taking pleasure while 
avoiding responsibility, and economic deprivation. This 
complexity demands a comprehensive response,^^ 

Gardner also emphasized this point in the context of HIV 
prevention: 

At present, efforts to reduce risky behaviors among 
adolescents are failing....The primary cause of this failure is 
the use of one-shot, educational efforts, where intensive, long- 
term programs are required.^^ 

In summary, it is not unusual for adolescents to exhibit an 
increase in knowledge, or to report changes in their attitudes 
about sex as a resuh of participation in a single-mode 
intervention. However, teens appear to alter behavior patterns 
only if they receive a repeated, consistent message, develop the 
skills to make use of it, and have support for change from groups 
with whom they identify.^^ Generally, in order to display marked 
effects of training, youth must participate in the majority of the 
sessions in a prevention curriculum,^^ and have access to 
necessary health services. Individual attention from adults 
appears to be particularly important for youth at high risk.*^^ 



64 



C ATOS RISKS AND OTHER RISKS ARE RKl ATKD 

Adolescents who are prone to take risks often exhibit more 
than one kind of risky behavior.^^ Thus, strategies shown to be 
successful in preventing smoking, drug abuse and other s^oially 
transmitted diseases in adolescents may well apply to HIV 
prevention/^ 

For example, studies of smoking cessation programs have 
shown that attempts to frighten teenagers are not particularly 
effective, and can sometimes backfire.^^ Interventions designed 
to prevent HTV infection should convince young people that they 
can become infected, while not raising anxiety levels to the point 
of creating denial, hopelessness, or negative effects on sexual 
development/'^ 

In turn, effective HIV prevention programs should lower the 
prevalence of other problems caused by the same high-risk sexual 
and drug use behaviors that transmit HIV infection/^ Several 
witnesses at the June hearings told the Committee that narrowly 
targeted preventive efforts (such as the Drug Free School 
Program of the Department of Education) should be broadened 
to address other HIV-related risks/'^ 

Lloyd Kolbe, Director of the Division of Adolescent and 
School Health (DASH) of the CDC, advised the Committee that 
it would not be difficult to develop prevention techniques that 
address interrelated risks, noting that "CDC has designed its 
current program principally to prevent behaviors that result in 
HIV among youth...[but] it can be adapted to address other 
priority risk behaviors.**^^ 

Rxp^iience in school settings suggests an expansion of the 
focus of HIV prevention programs to other health-related 
behaviors wherever possible. Testimony submitted by the Human 
Rights Campaign Fund tiacked the evolution of a model 
preventive program targeting gay and lesbian youth in the Los 
Angeles schools: 

...into a general counseling and educational vehicle for both 
the gay and non-gay school population. The Project 10 
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model provides for education, school safety, drop-out 
prevention strategies, and support services.^ 

Research in a variety of settings has documented the success 
of a comprehensive approach to prevention of high-risk behavior. 
Joy Dryfoos, author of a recent book reviewing the adolescent 
risk prevention literature, has pointed out that: 

The most successful programs [appear] to be focused on the 
underlying problems of youth, rather than simply the 
categorical behaviors such as using substances, being invoked 
in precocious sexual behavior or being truant^ 

Underlying problems that Dryfoos found predictive of high- 
risk behavior include: a lack of basic skills or of parental support; 
little ability to resist peer pressure; living in a disadvantaged 
community; and, feelings of depression and stress. 

D. KNOWLEDGE OF ADOLESCENT PSY CHOLOGICAL 
nRVRmPMENT CRITICAL TO PR OGRAM DESIGN 

Taking the psychological development of teens into account 
when designing HIV prevention programs for this population 
presents considerable challenges, but it is essential that they be 
addressed. Adolescent psychology has been characterized by its 
strong orientation to peer culture, illusions of personal 
invulnerability, and natural tendency towards risk-taking/^ 

Dorothy Wodraska, a witness at the Select Committee's June 
prevention hearings from Project I-STAR (Indiana Students 
Taught Awareness and Resistance), a drug prevention program 
with demonstrated effectiveness in changing adolescent behavior, 
explained that middle school is a prime point for intervention 
because: 

...young people are more susceptible to peer influence at this 
lime compared to other suges in their development and are 
at greatest risk for beginning experimentation. Eariy 
adolescence is a high-risk period for young people, also the 
one most amenable to change and the one most associated 
with prevention of onset [of risky behavior].^^ 
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Furthermore, young adolescents* thinking tends to be 
concrete and egocentric, and not to be future-oriented. Two 
important skills increase during adolescence: The ability to 
anticipate the consequences of one's actions, and the ability to 
integrate specific facts into a general, coherent framework/^ 
Future consequences and implications of specific behaviors should 
be clearly articulated in teen-oriented prevention programs/-^ 

There is also evidence that children and adolescents use 
decision rules different from those of adults in making moral 
judgments.^*^ Thus, forcing one limited version of morality on 
teenagers not only ignores the diversity in moral positions adults 
hold (a misrepresentation teens are likely to discern),'^^ but may 
also prove futile because of the way teenagers think/^ 

Optimally, all adolescents should be developing self-control 
and the ability to form mature intimate relationships/^ From 
one point of view, then, making decisions about substance use 
and sexual experimentation can serve to fulfill basic 
developmental needs/^ Ironically, this "normal" behavior can 
have life threatening consequences. An HIV prevention 
instructor's credibility can hinge on acknowledging the 
contradictions in society's messages to adolescents/^ 

E- HOW TO DELIVER CRITICAL AIDS MESSAGES 

Experts recommend that certain specific facts should be 
imparted in HIV prevention classes, such as the relative 
superiority of latex over lambskin condoms in blocking 
transmission of the virus/^ However, the most important single 
message for adolescents may be: "It is not who you are, but what 
you do that places you at risk of AIDS." Emphasizing risk 
groups to teens can lead to self-labeling as immune. When the 
HIV virus is present, needle sharing among athletes using steroids 
can be just as deadly as unprotected sex with an IV drug user.^^ 

Different aspects of a prevention message will be salient to 
teens at different ages. If information from smoking prevention 
program evaluations can be generalized, it is likely that physical 
aspects of the disease will be more meaningful to 12-year-olds, 
and that the social and psychological aspects will increase in 



67 



importance with age/^ Descriptions of immediate effects of high- 
risk behavior should be more compelling to adolescents than 
long-range impact/"^ 

The OTA Adolescent Health report advised that the way 
information is transmitted may be important in students' ability 
to retain new knowledge. The OTA review provided support for 
multi-media presentations, active participation, and the use of 
role models to alter misconceptions and inoculate against media 
influences/'^ 

Even when programmers take care to present essential 
information in the best possible form for a specific age group, 
information alone may not be sufficient to prevent high-risk 
behavior. Knowledge gains do not guarantee change in general 
attitudes, intentions to change specific behaviors, or change in 
high-risk behavior itself.^^ 

OTA illustrated the limited value of information alone with 
the finding that, although most students know that condoms will 
help protect them, less than half of all adolescents who are 
sexually active use condoms, and only half of those who use them 
do so all the time. Moreover, perceived risk of AIDS did not 
predict condom use in a sample of adolescents at a family 
planning clinic in Baltimore/^ or in runaways in New York City. 
A dramatic increase in condom use was noted, however, when 
the full range of needs of a group of runaways was addressed by 
a comprehensive demonstration program.^^ 

While research supports the recommendations made above, 
an important caution emerges from the same scientific literature. 
Well designed prevention programs (such as smoking cessation 
efforts) targeting adolescents have been somewhat successful with 
white, middle-class youth. However, with rare exceptions such as 
a recent project sponsored by the Rand Corporation,^^ most 
evaluations have failed to demonstrate behavior change in 
minority youth. It may be possible to strengthen prevention 
programs for minority youth by finding out more about perceived 
meanings of high-risk behavior as they vary by gender, ethnicity, 
and social demographics. Involving parents and peers in the 
design of prevention programs should be useful in this respect, 
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as in other design consjderations.*^ (See Chapter III "HTV- 
Related Needs of Racial and Ethnic Minority Adolescents.") 

F- SCHOOLS A^fD COMMUNITIES PLAY KEY ROT.KS 

K-12 "HealthY Schopr Programs Offer a Prime Context For HIV 
Prevention Efforts 

The majority of young adolescents (more than 45 million) are 
in school, so schools are logical settings for prevention 
programming.^^ Only 31 states and the District of Columbia had 
mandated HIV education programming in the schools as of June 
1991.^^ However, states such as Wisconsin have been very active 
in HTV education without a direct mandate. Conversely, 
mandates that were inadequately funded and lacking in political 
support have not resulted in strong local programming.^ A 
large-scale response from every state is needed because cases of 
AIDS in adolescents or young adults have been reported in every 
state except North Dakota*^ 

The U.S. Department of Health and Human Services 
(DHHS) has taken the position that preventive HIV education 
would prove most effective if it were launched within the context 
of broader efforts to motivate health promotion and disease 
prevention.^ Especially promising are the "healthy school" K42 
programs,^ in which health-promoting behaviors are taught, 
health services are accessible, health-promoting environments are 
maintained, and attitudes that support healthy behavior are 
inculcated from an early age.^"^ 

One curriculum. Growing Healthy, has produced signiOcant 
reductions in self-reported risk behaviors in high - school 
students.^ The Administration's national health objectives 
include establishing such sequential, K-12 health curricula in 75% 
of the nation's schools by the year 2000.^ 

A distinction should be drawn between comprehensive 
healthy school programs and school-based or school-linked health 
clinic services. The comprehensive healthy school model includes: 
(1) planned, sequential K-12 school health education; (2) health 
services; (3) a healthy and safe school environment; (4) physical 
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education; (5) healthy schcx)l food service selections; (6) 
psychological assessment and counseling; (7) school site health 
promotion for faculty and staff; and, (8) mtegrated school and 
community health promotion efforts/^ School-linked clinics are 
designed to provide access to the health services and counseling 
that are necessary within the larger healthy school model/^ 

Some states are attempting to initiate these comprehensive 
programs while simultaneously addressing the problem of teen 
access to health care. Testimony to the Committee provided by 
Lenore Zedosky, Assistant Director for the Office of Educational 
Support Services, West Virginia Department of Education, 
revealed that: 

Forty-seven of the 55 counties in West Virginia are 
designated as medically underserved areas....as students 
become more responsible for their own health and well-being, 
they must have access to health services that complement the 
health education program. Health centers will be located in 
schools to provide cost-effeaive, comprehensive services for 
students of all ages/^ 

According to a task force report submitted for the record of 
the June hearing by Governor Gaston Caperton of West Virginia: 

West Virginia can show significant improvenr ent in the health 
status of its citizens by establishing progressive comprehensive 
school health programs. Communities, businesses and 
individuals will all benefit from these collaborative efforts. 
Healthy young people will become l)etter educated, more 
productive and be far Mkely to need premature, costly 
social and health services/*^ 

Testimony submitted to the Committee by the American 
Academy of Pediatrics sounded an alarm regarding the extent of 
health and health care access problems experienced by teenagers 
throughout the United States: 

Teenagers and young adults represent the only segment of the 
United States population for whom mortality has risen over 
the past quarter century....The rate of adolescent mortality is 
the highest in the industrialized world...obslacles to health 
services..^re both financial and geographic.adolescents arc 
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likelier than is any other age group to be uninsured or under- 
insured for health care services/*^ 

A witness at the June hearings, Linda Dianne Meloy, noted 

that: 

In the face of all these risks, each adolescent needs a medical 
home to teach prevention, provide mediail care, and to 
support appropriate development. A medical home must 
supply health instruction to the adolescent and their parents, 
medical care for the acute illnesses and chronic problems, 
counseling, phone service, and easy access twenty-four hours 
a day. I believe this expertise is found not in a clinic, but 
in the pediatrician's office and feel that every adolescent 
requires this care/^ 

The Academy of Pediatrics statement agreed that, ideally, 
every adolescent should have such a "medical home," but went on 
to explain that: 

Unfortunately, in many areas of our country, both urban and 
rural, this model of care is still unavailable. Ii is beyond 
debate that (in these special circumstances of physician 
scarcity) alternatives should be developed to fill the vacuum. 
Among such alternatives would certainly be school-based 
health care, which seeks to provide an impressive complement 
of services (logically) within the environment in which the 
adolescent is to be found.''^ 

School-linked clinics increase teenagers' access to HIV- 
relevant health services (such as STD diagnosis and treatment), 
and offer counseling that may be prerequisite to heeding HIV 
prevention messages for young people at high risk. (See Chapter 
IV.) As a central component of comprehensive school health 
programs, health services have the potential to elicit behavior 
change in many students. Witnesses urged Congress to consider 
supporting comprehensive school health programs despite their 
initial cost because, over time, an investment in healthy schools 
should prove to be extremely sound in both human and financial 
terms. 

The imminent threat of HIV infection in adolescents has 
spurred a few communities to initiate school-bascd condom 
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distribution programs. While some of these programs were added 
to ongoing health services and/or education, a handful were 
implemented in the absence of more comprehensive programs 
and are too new to assess for effectiveness/^ 

Parent/Commupity/School Partnerships Are Needed 

Too often, AIDS educators try only to reach adolescents 
themselves in order to create and maintain incentives for 
individual behavior change in teenagers. According to a noted 
expert on adolescent risk-taking, Lewis P. Lipsitt, Executive 
Director for Science of the American Psychological Association^ 
others must reinforce what the adolescents learn in school.^ 

Parents, teachers, peers, and the wider conmiunity play key 
roles in influencing the behavior of teenagei^s. All of these 
individuals and groups must learn more about the problem and 
participate actively in its solution to make preventive education 
fully effective.^ 

Parents have a special role to play in educating their children 
about HIV and AIDS. Involving parents reinforces information 
about HIV, its transmission and its prevention/^ Successful 
involvement does not just happen: For example, workshops for 
parents may be needed to help them overcome widespread 
hesitancy to talk to teens about matters related to sex. In 
testimony before the Select Committee on Children, Youth, and 
Families, Robert Selverstone, President of the Sex Information 
and Education Council of the U.S. (SIECUS), explained that 
parents often feel they lack an appropriate vocabulary for talking 
about sex, doubt that their relevant knowledge is adequate, are 
habitually private about sexual matters, and fear value conflicts 
and confrontations with their children.^^ 

In submitted testimony describing a multi-site, abstinence- 
oriented intervention attended by more than 3,000 participants, 
Mercedes Arzu Wilson offered support for the value of 
communication skills workshops for parents and youth: 

...an evaluation and summary of the projca was drawn up by 
two professors at the University of New Orleans. At the end 
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of tbe study, the evaluators concluded that the majority of 
parents responding to the Communication Skills questionnaire 
agreed that they had become more confident in their ability 
to discuss sexual concerns with their children following the 
workshops, and that they would Ukely engage in such 
discussions more frequently than prior to the workshops. 
Adolescents tended to perceive their parents as better sources 
of information regarding sexual matters than they were prior 
to program participation. Furthermore, responses of both 
parents and adolescents to pre- and post-project discussion 
forms indicated that the frequency of parent/adolescent 
conversations concerning human sexuality had increased 
subsequent to training.*^ 

Conununities in which parents have been involved from the 
outset in developing curricula are generally supportive of HIV 
prevention programming.*^ Testimony from the Human Rights 
Campaign Fund included survey results shov/ing that the majority 
of parents support comprehensive HIV education: 

A recent survey by the Roper Organization found that an 
overwhelming majority of Americans believe that children as 
young as 12 should receive information about AIDS &om 
their schools.... Wt the majority of Americans understand 
that sexual abstinence is an effective way for a youth to 
remain HIV-ncgative, only one m seven believes that 
abstinence is a realistic solution to HIV transnussion.^-^ 

Zedosky ako emphasized the importance of involving other 
segments of the community: 

To be effective, wellness and disease prevention programs 
must be conducted in partnership with parents and the 
conmiunity....[lji this way] School programs will be closely 
integrated with the existing service structure and social 
organization of the conmiunity.^ 

Zedosky listed several advantages of community participation 
in prevention programming, including opportunities for 
information exchange, social support, community "ownership" of 
the program, addressing health problems in context, and 
institutionalization of disease prevention and health promotion. 
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Community participation also expands prevention 
programming resources.^ This expansion can occur through in- 
kind contributions, volunteer staff, resource sharing, technical 
assistance and financial investment An illustration of what 
private sector organizations can add is the contribution to HIV 
education made by the Kaiser Permanente Health Maintenance 
Organization. This HMO has commissioned a health educational 
theater presentation for teens in six of its 12 regions, and 
produces the play in schools throughout the school year. 

Joe Glosson, Director of Kaiser's Mid-Atlantic States 
Educational Theater Program, described the production to the 
Committee as follows: 

The SECRETS program is intended to increase student 
awareness of HIV and its transmission; reduce apprehension 
and prejudice arising from misinformation; and dispel myths 
and fears surrounding AIDS....SECRETS follows the story of 
Eddie and Monica^ teenagers who must deal with their 
sexuality. Eddie has recently been involved in "risky 
behavior." Monica and a chain of other people figure in his 
journey from infection with HIV to living with the knowledge 
of a positive result. The play shows teenagers developing 
decision-making skilh for resisting peer pressure, discussing 
choices with friends, and communicating with parents. 

Each 45 minute performance is followed by a question-and- 
answer session which is led by the actors, who receive 
extensive HIV/AIDS information training prior to the 
tour....Since February 1989 SECRETS has been oerformed 
1,119 times to 614,000 students in 737 locations.^ 

Nonprofit community-based organizations have also played 
key roles in adolescent HIV prevention. A 15-year-old 
representative from the "Terrific Peers" program, Kianga Stroud, 
spoke to the Committee about the program's peer education 
efforts: 

Our program, Terrific P( ^.rs, believes that teens educating 
teens about AIDS is effective, and we strongly recommend 
il as one mcthod....We communicate our message through 
role plays, raps and straight t£ilk. I believe the message is 
better received by the teens we are trying to educate because 
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we are teens also, not adults. We are on the same level 
Also, our peers are impressed that we have so much 
information to share and are able to articulate it... I never 
participated in sex, drugs or any other risky behaviors but 
"Peers" has helped me to make the decision to continue to 
abstain from risky behavior.^ 

Another member of Terrific Peers" ciescribed her 
preparation for educating peers to the Committf.je: 

My name is Eleshia Ray, I am 15 years old....I know what you 
are thinking, "What qualifies her to be an AIDS educator?" 
Well, we all received between 40-45 hours of training which 
we took over a period of five Saturdays. I learned all about 
HIV and AIDS, transmission, preventioa, testing, teen 
pregnancy, STDs and drug abuse. I learned about peer 
pressure, good decision making skills, self esteem and 
leadership. The program also taught me how to prepare 
presentations and do public speaking....Now I'm not as shy 
and I can speak in front of an audience. Last year alone 
"Peers" conducted 67 presentations in the community. 

Programs like "Peers" are important in the fight to reduce 
risky behaviors among teens. I think that the Federal 
government could better serve the needs of adolescents by 
funding more groups and organizations to do creative 
education programs focused on different types of risky 
behavior. Also, the government could develop more 
comprehensive health care at existing clinics. I realize that 
I am only 15, but my experience says "adults will have to try 
some new methods or possibly lose many of today's youth."^ 

Community-wide coalitions of health providers, educational 
systems, youth serving agencies, parents, youth and others who 
are actively involved in the battle against ijdolescent HIV 
infection have been organized ir a number of cities across the 
country. Coalitions have formed not only in large epicenters of 
the epidemic, but also in communities that have benefited from 
histories of coordination of public health and educational services. 
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Programs for Out-of-school Youth Also Require Broad 
Community Support 

Many adolescents at highest risk of HIV infection have left 
school and require identification and vigorous outreach efforts. 
The Census Bureau estimated that 11% of all high school 
students - at least 4,000,000 -- dropped out of school in 1988. 
In addition, more than a million youth are homeless, or run away 
from home every year. As many as 300,000 are long-term 
runaways who live on the streets, often supporting themselves by 
drug dealing and prostitution.^^ (See Chapter III for further 
discussion of the HIV-related needs of runaway and homeless 
youth and other out-of-school youth.) 

Community-based agencies working with these high-risk 
populations are important settings for HIV prevention 
programming. A promising site for screening is the STD clinic, 
as youth engaged in high-risk behavior often contract sexually 
transmitted diseases other than HIV infection, and frequently 
seek medical help for such pi-ll:)ms.^^ 

Public facilities used primarily for other purposes can also 
house programs for out-of-school youth in high-risk situations. 
As a case in point, some city gymnasiums have started Midnight 
Basketball Leagues, a public/private partnership in which 
members of local business communities contribute financially to 
supply uniforms and equipment to teams of players who attend 
classes after games. 

A witness at the "Risky Business" hearings, Gil Walker, 
Commissioner of Midnight Basketball in the Chicago Housing 
Authority, described his sports-linked program to the Committee: 

Midnight Basketball is a viable alternative to a lack of 
positive late night recreational options. The "hanging out" 
of young maies...during the hours of 10 p.m. to 2 a.m. creates 
a climate which is conducive for negative activities, a notion 
confirmed by police statistics. In addition to utilizing 
basketball as an attractive, o£f-the-street activity, components 
have been added which arc designed to encourage the 
participants to take charge of their own life, lamily and 
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destiny, i.e., Employment Development and Training, Life 
Planning and Group Motivation, Mentoring and Support 
Services Network.^*^ 

An independent university-based researcher in Chicago 
concluded that the Midnight Basketball League has been 
successful in motivating youth to avoid both high-risk behavior 
and encounters with the justice system, and has helped players 
complete GED diplomas and secure fuU-tirae employment. This 
is not surprising, as Midnight Basketball includes all of the 
strategies recently identified by researcher Joy Dryfoos as 
characteristic of programs that succeed in reducing risk: one-on- 
one individual attention from adults; involvement of parents; a 
focus on basic academics; and, community-wide, multi-agency 
approaches.^'^ 

Effective programs targeting extremely high-risk '"street kids" 
include training in practical, realistic skills geared to their 
immediate needs, as it is easier to influence adolescents to modify 
behaviors than to discontinue them.*^*^ In other words, although 
discontinuing high-risk behavior altogether is to be encouraged, 
it must be recognized that cessation is not a realistic goal in 
many of these difficult cases. In addition to the usual prevention 
activities, program components needed for this target group may 
include drug or sexual abuse counseling, information about 
cleaning injection equipment,^*^ and provision of basic economic 
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Counseling may be a prereauisite for runaway youth to heed 
HIV prevention warnings. For example, since many runaways are 
sexually abused,^ and sexual abuse is correlated with drug use,^ 
counseling that addresses the emotional aftermath of sexual abuse 
may have the collateral advantage of reducing risk of HIV. 

G, TEEN HIV PREVENTION FACES MA.TOR BARRIERS 

Teachers Need In-Service Training in HIV Prevention 

According to a 1990 study by the Genera! Accounting Office 
(GAO)/^ teachers should be better trained to impart HIV 
prevention information in culturally f'^nsilive and dcvelopmentally 
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appropriate ways. GAO also found that most teachers still 
require education in relevant technical matters such as the legal 
standing of adolescents and school personnel regarding testing, 
treatment, and anti-discrimination procedures. 

Adequate in-service training deals with psychosocial topics 
relevant to HIV education/^^ Teachers often need to learn how 
to handle embarrassing or sensitive subjects/^^ They need sound 
advice about how to persuade students to change their own 
behavior and to exert positive peer pressure on members of their 
social groups.^^ Finally, teachers must learn how to help 
students make rational decisions when they are emotionally 
aroused, and how to teach assertiveness in intimate and social 
r-ituations/^ The mastery of these didactic skills should be 
included in evaluations of teacher training. 

GAO found thai, even when teaching HIV education 
courses, most teachers spend very few minutes on sensitive topics. 
This defeats preventive education goals because teens need 
practical suggestions, rehearsal, and same-sex as well as mixed 
discussions of what they have learned about avoiding risky 
behavior.^^ 

Experts suggest that HIV education in schools should provide 
information about community resources, mechanisms of HIV 
transmission,^^ and clear descriptions of behaviors that put a 
person at risk. Teachers should not assume that adolescents are 
aware of risks entailed in unprotected homosexual and 
heterosexual sexual activity, in having multiple sexual partners, 
and in sharing needles and/or works during IV drug use, ear- 
piercing, etc. 

Other Barriers to School-Based Programming 
Fear^ Resistoiux and Apathy 

Several factors make preventing HIV infection in arblescents 
very challenging. One commonly reported barrier is the fear felt 
by some adults of the results of frank discussion of sexual or 
risky behavior with adolescents.'^ 
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Sometimes this fear has led to open, active resistance to 
HIV prevention programming in schools. For example, parents ~ 
have objected to particular items in questionnaires which they 
found overly explicit. While the objections were well meant, they 
blocked assessment of prevention needs/^ 

At other times, resistance has taken the form of public 
apathy or denial of the problem, a particularly serious obstacle 
in rural areas. A survey of HIV educators in rural America 
suggested strategies, including use of the highly respected county 
extension agents, to overcome denial and resistance/^^ 

Resistance to plain talk has permeated the highest levels of 
research funding and national program policy/^^ A striking 
illustration is the current Administration's blockage of a large 
scale epidemiological study of adolescent sexual practices. AIDS 
researchers argue that the information is badly needed to update 
Kinsey's data from the 1940s because sexual mores and activity 
rates have changed so dramatically since that time, and because 
prevention resources are scarce and must be used in the most 
efficient manner.^^^ 

Gardner's testimony in the "Risky Business" hearings decried 
the fact that: 

Little is known about adolescent sexual practices or what they 
mean to youths. Development of effective, theory-based 
interventions requires support for basic research on 
adolescent behavior, and sexual behavior in particular. ''^-^ 

Even the CDC, the Federal public health agency responsible 
for HIV prevention in the public schools, avoids controversy 
around provision of explicit information by leaving decisions 
about which grades should offer self-protection information up to 
local communities. While such decisions arc traditionally made 
at the local level, existing CDC guidelines could be interpreted to 
mean that it is safe to omit information about the protective 
value of condoms and spermicide from AIDS classes in middle 
schools. According to the Institute of Medicine, this omission 
could be dangerous because we know that some students in 
grades seven and eight are sexually active. 
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Witness Tjodo&ky observed that collection of local risk data 
helps overcome denial of local problems: 

...a Youth Risk Behavior Survey among our 9th through 12th 
grade stu(lents...gave us even more alarming data«...23% 
reported that they already had as many as four sex partners. 
All of our children are at risk^^'^ 

A limited number of additional strategies for overcoming 
community apathy and resistance to HIV prevention programs for 
youth have been suggested 



SUGGESTIONS FROM 
LITERATURE ON COMivIUNTTY SUPPORT 
{in no particular order) 

Involve parents from the outset. 

Organize broad-based coalitions with the support of diverse 
segments of the community to respond rapidly to opposition by 
articulating the importance of HTV education. 

Translate AIDS programs into Spanish. 

Make AIDS education part of a comprehensive, holistic, K-12 
health education program included in the core curriculum. 

Work slowly through trusted professionals in rural settings and 
anywhere resistance is anticipated. 

Provide local physicians with educational material that answers 
student questions, perhaps videos made by people with AIDS. 

Take field trips to agencies including health and family planning 
clinics, and drug abuse treatment centers. 

Develop programs in conjunction with video-game arcades, movie 
theater^, and youth groups. 

Work through adult mentoring programs. 
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Involve adolescents in community service like neighborhood 
watches and senior citizen escort programs to build self-esteem 
and promote integration into the community. 

Recruit adults for telephone talk lines for teens. 



Sources 

Center for Population Options. Adolescents and HIV: A Community- 
Wide Responsibility. Washington, DC. 1989. 

Kirby, D. (1990) Comprehensive school health and the larger 
community: Issues and a possible scenario. Journal of School Health. 
60, 170-177. 

McReynolds, V. (1990) What Works? HIV/AIDS Education in Rur >i 
America . Bellingham, Washington: National Rural and Small Schook' 
Consortium. 

Sabella, W. (1988) Introducing AIDS education in Connecticut 
schools. New England Journal of Medicine. 4, 335-346, 

Wynn, et al. (1987) Communities and Adolescents: An Exploration 
of Reciprocal Supports . The Chapin Hall Center for Children, 
University of Chicago. 



Health Cars Including Promising School-Linked Health 
Services - Not Readily Available to Youth 

Adolescents' lack of access to health care presents another 
major barrier to providing HIV prevention services. As will be 
discussed in further detail in Chapter IV, medical care and 
psychological counseling are unavailable to large numbers of 
adolescents because of orovidcr shortages, consent barriers, and 
lack of insurance coverage. 

Testimony submitted to the Select Committee by the Center 
for Population Options discusses the role and increasing 
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community acceptance of school-based clinics as a partial 
response to the access problem: 

A 1987 statement of the National PTA asserts that "school- 
linked health clinics are the only source of health care for 
many teens. Th^ provide a wide variety of critical services 
such as immunizations, nutrition counseling, suicide 
prevention programs, drug and alcohol abuse prevention and 
treatment programs and general health assessments. By being 
on or near the school grounds, the health services are much 
more likely to be used.* 

The school-based clinic movement is truly a grass-roots 
movement Communities recognizing that lack of adequate 
health care services threatens the future of their adolescents 
and seeking workable solutions have given significant 
momentum to the movement The number of identified SBCs 
increased four-foW between 1984 and 1989, from 31 to....At 
the present timcJOO SBCs and school-linked clinics across 
the countiy.^^*^ 

Some critics of school-based or school-linked health facilities 
are opposed to the perception that these facilities distribute 
contraceptive methods. However, by November 1991, only one 
in eight school-based or school-linked health facilities distributed 
condoms or had initiated plans to distribute them. 

Respondents to an interview of HIV prevention programmers 
by Select Committee staff cited general health care, drug 
treatment and family planning services for teenagers as the areas 
of most critical service shortage. These shortages compound the 
threat of adolescent HIV ' >fection, as discussed earlier in this 
chapter. 

Insufficient Funding 

Finally, insufficient resources have been allocated by states 
and the Federal Government to reach all teens in school with 
basic HIV and AIDS information. '^^^ The commitment to funding 
comprehensive prevention programs has simply not been madc.^^-^ 
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Bairters to S^rvinE Out-of-school Youth 

Out-of-school youth are likely to face an additional set of 
barriers. While such problems can plague in-school youth as 
well, they are formidable obstacles to programming for 
adolescents who do not attend school. Barriers to serving these 
hard-to-reach youth include: (1) the isolation of these young 
people and their extreme lack of access to medical and social 
services; (2) their diminished trust of adults and authority figurei>; 
(3) the absence of other adult guidance and support; (4) their 
psychological problems, often including depression, anxiety, low 
self-esteem and suicidal ideation; (5) and, their behavioral 
problems, including high-risk sexual and drug activities/^* 

Some adults fear outreach to out-of-school youth as much as 
they do school-based programming, maintaining that information 
that reduces risk would encourage high-risk behavior. The fear 
has been expressed, for example, that teaching addicts to bleach 
needles after every intravenous injection would increase the 
frequency of drug use.^^^ 

Subtle community resistance has also been noted. It has 
been expressed by writing instructions for proper condom use at 
high reading levels, and placing condoms where teens must make 
themselves conspicuous by asking for them.^^^ 

Some communities have overcome their ambivalence and 
initiated "teenager friendly" condom distribution programs. 
Mayden described Maryland's Three for Free" program at a 
Select Committee hearing: 

Con(loms...and instructional material on conect condom use 
are provided in non-medical settings, where young men 
congregate. Typical sites include pool halls, barber shops, 
recreation centers, college campuses, restaurants and g-^ 
stations. In 1990, the Three for Free program with its 454 
sites gave away 3,098,879 condoms in Maryland.^^^ 

There is no evidence that such programs increase sexual 
activity and thereby offset benefits.''^^ 



83 



H- SELECT COMMITTEE INTERVIEWS FIND PREVENTION 
PROGRAMS NEED FUNDING AND TECHNICAL 
ASSISTANCE, TREATMENT IS LIMITED. AND 
NETWORKING IS CRITICAL TO PRC GRAM SUPPORT 

Guidelines for HIV prevention programming have strongly 
encouraged community involvement However, the Select 
Committee has heard reports of subtle and active resistance to 
preventive education and other preventive services. For this 
reason, Committee staff conducted key informant interviews with 
29 individuals currently providing prevention services across the 
country. The interviews focused on community participation, 
apathy, and resistance in an attempt to document strategies that 
encourage positive contributions from the community. 
Appendices D-H provide a description of the methodology used 
in the key informant interviews, additional interview results, the 
interview questions, a list of technical advisors, and the list of 
respondents. 



MAJOR INTERVIEW FINDINGS 



■ TEEN ACCESS TO HIV PREVENTION AND TREATMENT 

■ SERVICES IS LIMITED AND UNEVEN. 

H In rural and snburtmn communities that lack ethnic diversity, 

H few HIV services targeted youth . Here HP/ prevention 

H programs, already imdei^iaffed and underfunded?, shouldered the 

H extra burden of providing additional services such as 

H individualized counseling for drug abuse. Sixty-five percent of the 

H programs reported unmet needs for general health services, drug 

H t eatment, or family planning for adolescents in their 

H communities. 

H High unemployment and high dropout rates predicted a general 

H lack of support for prevention programs . Where unemployment 

H was high, HIV prevention networks had been established for 
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shorter periods of time, and HIV services for all age groups were 
sparse. Programs were Ukeiy to target out-of-school youth, but 
they received little support from schools and churches. More 
parents in communities where unemployment was soaring barred 
their children's participation in prevention programs. 

Communiti es reporting few AIDS cases thus far ignored the 
o pportunity to prevent HIV infection . Although cases of AIDS 
in 13-24 year olds have now been reported in 49 states and the 
District of Columbia, few HTV services and less sophisticated 
prevention programs existed in places where incidence is 
considered low. Only limited efforts were made to serve out-of- 
school youth in low-incidence areas, and use of outside experts 
for evaluation was rare. 



Sample Quotes from Intcrvie%ys 

Funding at the Federal level specifically designated for AIDS 
prevention is not comparable to monies allocated for drug 
prevention programs. Our vision is working toward 
integration of services, like HIV and substance abuse 
programs in one coherent framework, l)ecause they are closely 
tied together. (Mary Ruchinskas, Lewiston, ME) 

Washington Heights has the highest population of young 
people [from the Dominican Republic, which has the third 
highest rate of HIV infeaion in the Caribbean] and the 
highest dropout rate. Before our program, there was no teen 
pregnancy prevention in the Washington Heights area, so we 
are in a situation where the potential for AIDS to spread 
quickly is very great. (Julio Dicent; New York, NY) 

The largest unmet need for services is child abuse prevention. 
It is completely unfunded. lu..increases risk of HIV infection, 
and training in abuse brings immediate effects-you can see 
the inaease in the number of calls to social services. (Debra 
Sandau-Christopher, Denver, CO) 

On any given day, there are between 1,600 and 1,800 
adjudicated dclinquenis...the number of staff dedicated to 
prevention without other responsibilities is now one part-time 
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and two full-time AIDS educators for the whole state system 
of juvenile conections. (Gary Shostack, Boston, MA) 

APATHY IS A GREATER PROBLEM TfTAN COMMUNITY 
RESISTANCE ' TO KYPIJCrr AND MEANINGFUL HIV 
PgF^VFNT ION EFFORTS . 

Only one program reported heavy res istance grom the 
community, but nine reported significa nt apathy. Resistance 
was feared, but not experienced, in several cases. Students were 
actually barred from HIV education classes by their parents in 
only four communities. 

Denial of risk is a problem that more than 80% of programs 
have faced . Fears that HIV and AIDS information would 
increase risk were encountered by 67% of programs. A barrier 
that was often coupled with high resistance was the tendency to 
"shoot the messenger" who bore news of AIDS risk. 

Controversy meant visibility, and pr^gPiifi^ an opportunity to 
raise awareness . Paradoxically, active resistance to HIV 
education was linked to greater community-wide support and 
participation in prevention efforts. Ultimately, widespread apathy 
may be worse news for prevention than some initial resistance. 



Sample Quotes from Interviews 

In 1985, a colleague of mine in juvenile health care diu3 
from complications associated with AIDS. Just prior to his 
death, he ocplained to me that since HIV is a sexually 
transmitted disease, the kids in juvenile facilities were in 
danger. At that time, AIDS wasn't perceived to be a problem 
among heterosexual people. When I discussed the problem 
of AIDS with my colleagues here in Massachusetts, there was 
no resistance, but a lot of skepticism. (Gary Shostak, Boston, 
MA) 

(We need] information about the spread of the illness- 
statistics, demographics, and that sort of thing. I say that 
because I don't think a lot of people are aware that this is 
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a crisis. Most of them are thinldng that this disease is veiy 
far away from them: "It won't touch me or my family • 
People are not aware or just don't want to see it. It's 
probably due to a combination of fear and not wanting to 
deal with something that is lethal. Another p?jt of this 
denial is that the disease has to do with sex, and we don't 
discuss sex. Therefore, if there's no sex, there's no disease. 
(Alina Becker, Miami, FL) 

We encountered some concerns on the parts of teachers in 
Catholic schools-mostly lay teachers-that parents would be 
up in arms over dealing with HIV/AIDS. The concerns did 
not prove to be reality based, and proved short-lived after 
teachers went through training. (Beth Denham and Ted 
Strader, Louisville, KY) 

The local political leadership fully underetands the need to do 
this and how it should be done, but arc relucunt to do so 
because they fear the reaction that they perceive (correctly or 
not) that their constituents would have., despite evidence that 
704. of those surveyed by the State of Maryland support 
providing condoms and teaching explicit information and 
skills. (John Hannay, Baltimore, MD) 



SUPPORT SNOWBALLS: C 


\REFUL PLANNING. 


NETWORKING AND PARENT 


INVOLVEMENT ARE 


CRITICAL TO THE SUCCESS 


OF HIV AND AIDS 


EDUCATION AND PREVENTION. 


a efTort reouires time. 


Plannicfi a snccessful preventioi 


Prevention program planners (most 
exposure risk, a need to debunk AID 
involvement in prevention efforts) j 
months developing programs. 

Parents should be invollved from the 


often motivated by high 
S mytiis, or low community 
spent an average of nine 

earlHest sta£es of iprogram 



planning. Less concern about community involvement was felt 
if parents participated in the planning process. Of 29 prevention 
programs interviewed, only two failed to report some parental 
involvement, and these programs served youth in out-of-horae 
placements or runaways. 
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Preventioii programs that belonged to an HW network cost less 
»nd roiild usft ^rMe'' approaches inst ead of Miot^gun'' methods. 

The longer a network had been organized, the less prevention 
programs cost. Membership in networks was also linked to 
tailoring approaches to the specific needs of various community 
segments (e.g., approaching parents through the PTA, teen- 
oriented legal and social services, and sliding scale fees). 

Every pr^ention provider belonging to a ne twork said that 
membership helps acco m plish the program's goals. In the 
following percentages of cases, network functions included: 
funding (58%), planning (84%), outreach (79%), and service 
delivery (72%). In 47% of the cases, network functions also 
entailed: referral, stafE/teacher training, documentation of need, 
provision of information and materials, and advocacy. 

In the abse nce of s pecialized AIDS services, networks ) lelped tap 
unusual resources . In communities with little population 
diversity and few AIDS services, network members performed 
more functions. The media were more likely to belong to the 
HIV prevention network, and, as media involvement increased, 
community apathy decreased. 

Communitv>based support for HI V prevention snowballed. 
Parents were more supportive as support from school officials 
grew. School officials were more supportive when local churches 
joined HIV networks or when state government became involved 
in programming. Support from business leaders increased as 
programs penetrated the suburbs, and as political leaders and 
other community organizations came on board. Local political 
leaders lent increased support when prevention programs were 
part of a coalition of supportive groups, especially when the 
coalition included medical personnel and media. 



Sample Quotes from Interviews 

Have patience. It's more than just educating teens-the key 
is to educate their parents as well....In order to make change, 
you have to educate everyone just to get to youth. (Rick 
Conca, Phoenix, AZ) 
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Wc held a meeting with all school nurses and health 
coordinators to show them the model curriculum for K-12 
and now 80% of them are using all or some portion of it 
(Maty Lou Jerik, Waconia, MN) 

Segments of the community were approached in special ways 
[through network linkages]. We linked with LUCES, the 
Hispanic AIDS coalitiosu There are 20,000 Spanish speaking 
students here. Also, strong linkages with Urban League and 
the Western Regional AIDS Education Project helped serve 
the African-American conununity. (Jack Campana, San 
Diego, CA) 

The most important aspect is the first step. Just do it-start 
small, use the media. Let the community know you have 
trained staff, education programs, and the facts, pretty soon 
the community will come to you and your program will be off 
to a running start! (Irby Rowland, Chattanooga, TN) 

PROGRAMS THAT EVALUATE THEIR EFFORTS AND 
FORGE LINKAGES WITH NATIONAL ORGANIZATIONS TO 
PROVIDE STATE-OF-THE-ART SERVICES GAIN MORE 
LOCAL SUPPORT . 

Ninety percent of the prevention Drograms worked with national 
organizations on an ongoing basis . Continued contact with 
national organizations was linked with support from local 
business, community leaders, and other community organizations. 

Of the seven programs that participated m the CDCs national 
study of high-risk behavior in youths six found it useful on 
numerous occasio ns. Uses of the Youth Risk Behavior Survey 
[YRBS] included: guideline development and curriculum planning; 
raising awareness of HIV and AIDS risk; providing baseline data 
for evaluating program effectiveness; and, correcting student 
misconceptions. YRBS users were able to recruit network 
members beyond the "usual suspects." YRBS data describing 
risks taken by teens in each area of the country were also useful 
when there war. a lack of initial external support for a local 
program or if the program faced resistance at any point. 
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Any type cvalnatlnn was associated viith fncreflsed parental 
su pport of program activities, but supiport from business leaders 
inrreflscd onl v when evaluation was con ducted by ontside 
experts. While 82% of programs were evaluated in some way, 
only 41% of those used outside evaluators. Outside evaluation 
was typical of programs that were more sophisticated, and tended 
to be employed in programs that had experienced active 
resistance. 

Use of national guidelines was associated wi^h commuaitv 
support Coalitions played more roles and parents were more 
likely to be highly invoh^ed in programming if CDC guidelines 
were used. Use of other national guidelines was associated with 
increased network membership, more Federal governmental 
involvement, and more initial support from all community 
segments. 

Sample Quotes from Interviews 

1 would give [our runaway and homeless youth program] a •5'' 
on a five-point scale of success, given the limitations of the 
program. I might noi have said that a year ago but the 
outside evaluator told us that we are stabilizing our clients. 
This is critical because when you stabilize teens, their 
behavior becomes less erratic which reduces risk factors. We 
could have a great faaual presentation and good curriculum, 
but never impact our d!ents....We get a tremendous amount 
of cooperation from people. (Ann Stan, Atlanta, GA) 

The National Education Association (NBA) selected three 
schools across the nation to be a part of a pilot study of 
AIDS education and we were one of those three. We t)egan 
formulating a plan as to how to involve the community in 
our efforts. We wrote an AIDS brochure and our local 
newspaper added it to the paper as an insert....The NEA 
helped us mvolve community leaders like the Chamber of 
Commerce, clergy, and other business people by holding town 
meeting;s to discuss our AIDS education strategies. From 
there we :)egan working on a video about a young man 
named Greg who was a graduate of Bumsville High School 
and hr . AIDS. We also had wallet cards printed with 
inforuiation about health risks, an AIDS hotline number, and 
where to go to get support, services and more information. 
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The printing for this was donated. The community was very 
supportive. The former Superintendent and present Assistant 
Superintendent went on our local TV station to talk about 
the importance of community involvement in the AIDS 
education of students. The school nurses were instrumental 
to our program as well. We also had help from the National 
Association of School Nurses. The Health Information 
Network provides a speaker's bureau to speak on AIDS 
related issues to local churches, the rotary club, and other 
community organizations. These four teachers in the Health 
Information Network were selected to go to D.C for program 
planning.... (Jennifer Hugstad-Vaa, Applevalley, MN) 

PREVENTION PROGRAMS IDENTIFY REMAINING 
BARRIERS AND REQUEST GREATER ASSISTANCE IN 
SOME AREAS. 



High AIDS incidence was linked with controversy over control 
of prevention programming . Although preventive interventions 
received broad-based community support in areas of high AIDS 
incidence, there were more frequent debates around state vs. 
local control of the efforts in communities where many cases 
have been diagnosed. 

State mandates for HIV education did not guarantee high- 
quality prevention services . State mandates were correlated with 
inadequate programming for out-of-school youth, infrequent 
network membership, limited use of technical assistance, a lack of 
tailoring of programs for special subpopulations, and a dearth of 
local youth-oriented prevention programs addressing other areas 
of risk. 



Out-of"School youth were still not being reached . School-based 
programs reached a significantly higher percentage of their target 
populations than programs attempting to serve out-of-schcx)l 
youth. However, despite the public perception that out-of-school 
youth have intractable problems, providers found that these youth 
do profit from services when resources were adequate for 
outreach. There was no significant difference in self-rated 
success between programs serving out-of-school youth and 
programs based in schools. 
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More technical assistance was cfllled for bv HIV e ducators 
throughout the country . Sixty-eight percent of the programs 
indicated a need for technical assistance of some kind- The need 
for assistance in program evaluation was mentioned twice as often 
as any other technical need. Other repeatedly mentioned needs 
were networking strategies, outreach information, and staff 
training in the area of sexual abuse. 

Program funding was scarce. In 70% of the interviews 
conducted, a lack of fundmg was cited as a barrier to provision 
of prevention services. 

Sexual behavior research was strongly supported. Prevention 
program providers repeatedly mentioned their need for more 
speciGc information about the high-risk sexual behaviors of 
adolescents. 

Sample Quotes from Interviews 

We need services for people who have already tested positive. 
I don't think it would be easy for the average person out 
there to figure out what to do if they were diagnosed with 
AIDS/HIV. There is a real need for counseling, financial aid, 
and just plain survival skills training for these people to help 
them deal with the disease. (Alina Becker, Miami, FL) 

A real barrier has been no funding for teacher release time 
to ensure adequate training for this very sensitive topic! 
(Debra Sandau-Christopher, Denver, CO) 

The rapid rise in infection among young people in their 20's 
indicates that something's not right We need to re-evaluate 
our program* Any type of materials to help this would be 
great. Do we need more peer involvement? Are we not 
explicit enough? (Rick Correa, Phoenix, AZ) 

The YRBS [the CDCs Youth Risk Behavior Survey]...may 
work in "middle America" but young people who go through 
metal detectors need something else [to measure sexual risk- 
taking]. (Teri Lewis, New York, NY) 
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1. EVALUATION RESEARCH !S BOTH NEEDED AND 
WORTH THE INVESTMENT 

Unfortunately, we know very little about which prevention 
techniques have been most successful in disseminating critical 
information to adolescents. Many teen-oriented prevention 
programs were hastily mounted in response to the AIDS crisis, 
and few have been formally evaluated.^^ Calls for more rigorous 
evaluation of prevention programs have come from many 
quarters/^'^ 

In interviews with Select Committee staff, prevention 
providers around the country requested help in evaluating the 
effectiveness of their efforts far more frequently than they voiced 
any other need for technical assistance. 

Several Select Committee witnesses acknowledged the 
pressing need for program evaluation. Kolbe told the Committee 
that: 

CDC is committed to evaluating the impact of its HIV 
education efforts. Evaluation provides a measure of 
accountability for resources, and also determines what works, 
what doesn^t, and why, so that intervention efforts can be 
improved. [But] evaluating a program is a lengthy and 
expensive process.''^*^ 

In addition to funding limitations, obstacles to badly needed 
evaluation research include the limited technical expertise of most 
program administrators. According to OTA, most attempts to 
evaluate HIV prevention programs have been confined to 
"process" evaluation. Such a diary-like compilation of program 
activities cannot substitute for an objective determination of a 
program*s actual impact. 

Logistical roadblocks have also slowed progress in this area. 
In well designed evaluation research in other health areas, self- 
reports of behavior changes are confirmed by direct observation 
or by physiological tests. In many parts of the country, however, 
the base rates of HIV infection are too low to show whether 
protective behaviors have actually increased. Even where base 
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rates are higher, scarce testing resources and privacy 
considerations may argue against the use of physiological tests to 
confirm self-reported behavior change/^ but rates of pregnancy 
and other STDs may be reasonable proxies.^^ 

Appropriate research methodology is being disseminated, 
some evaluations are currently underway/^ and a request for 
additional proposals for such research has been issued by the 
CDCJ^ Meanwhile, servir« providers and communities must 
grapple with the problem of generating criteria foi preventive 
interventions without hard data about which strategies are most 
effective.^"^ 
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CHAPTER m 



HARD-TO-REACH ADOLESCENTS AND YOUTH 

IN HIGH-RISK SITUATIONS REQUIRE 
TARGETED HIV PREVENTION AND SERVICES 

Preventing HTV and providing services to youth in high-risk 
situations present special demands. At particularly high risk of 
HIV are adolescents who engage in same-gender sexual behavior, 
those who have run away from home or are homeless, youth who 
are detained or incarcerated, those in foster care, and youth who 
use alcohol or other drugs. Other adolescents also require 
targeted interventions, including racial and ethnic minority youth, 
adolescents who have hemophilia, and those who have been 
sexually abused Many of the unique HlV-related needs of each 
of these populations are detailed below. 

A. HIV-RELATED NEEDS OF YOUTH ENGAGING IN SAME- 
GENDER SEXUAL BEHAVIOR 

Experts suggest that same-gender sexual behavior is 
widespread among youth, but lack of reliable data has prevented 
accurate assessment of the prevalence of homosexual activity and 
risk-taking among youth who identify themselves as gay or lesbian, 
Male homosexual beha'/ior is implicated in a large number of 
AIDS cases in teens and young adults, highlighting the urgent 
need for preventive interventions targeting this population. While 
formidable barriers impede effective HIV prevention efforts 
targeting youth engaging in same-gender sexual activity, existing 
models have shown marked success. In addition to the 
considerations addressed in Chapter II, programs for youth 
engaging in same-gender sexual behavior, particularly gay and 
lesbian youth, should also address self-esteem and support-seeking 
issues, 

Same-Gender Sexual Behavior More Fi-equent Than Commonly 
Believcdt New Data Needed 

As found in Chapter I of this report, estimates of the extent 
of homosexual behavior among adolescents vary widely. In the 
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1940s and 1950s, Kinsey, et al. found that among adolescents, 
28% of males and 17% of females reported at least one 
homosexual experience.'^ The Kinsey studies also found that 
nearly one out of ten adults reported either extensive or more 
than incidental homosexual experience, and nearly 40% reported 
some experience with same-gender sexual activity.^ 

Although outdated, the Kinsey studies still serve as a primary 
source of information on sexual behavior.^ In fact, the Public 
Health Service uses Kinsey data to estimate HIV prevalence and 
forecast the AIDS epidemic/ The lack of more current data is 
particularly unfortunate because the methodology used for the 
Kinsey studies has been widely criticized, primarily due to 
sampling errors: The respondents were disproportionately drawn 
from the Midwest and college campuses, and the research did not 
use probability sampling."' 

While the role of same-gender sexual contact in the sexual 
development of youth is unknown, significant numbers of 
adolescents who may not develop an exclusively homosexual 
identity or lifestyle do, nevertheless, experiment with same-gender 
sexual activity.^ 

The distinction between homosexual behavior and a 
homosexual orientation is important: HIV prevention efforts 
must address the risks of specific behaviors, regardless of the 
gender of the adolescent's partner. Adolescents who do not 
claim a homosexual identity, but are nevertheless engaging in 
risky homosexual behavior, may deny that risk/ Additionally, 
sf>ecial effort must be made to reach adolescents who define 
themselves as gay or lesbian/''^ because these youth face 
formidable barriers to receiving appropriate HIV prevention 
messages. 



The 1989 U.S. Deparimcnl of Health and Human Services report on youth suicide 
defines lesbian and gay raale youth as young people who have a primary attraction 
to members of the tame gender for sexual and intimate relationships. 



107 



Homosexual Activity is Significant Factor in AIDS Among Teens, 
Successful Prevention Programs for Gav Men Not Reaching Gay 
Youth 

By the end of 1991, 60% of 13 to 24 year-old youth with 
AIDS reported male homosexual contact that could have exposed 
them to HTV.^ The prevalence of HIV among gay youth is 
unknown. However, seroprevalence studies in 23 U.S. cities and 
16 states found that HIV prevalence rates among adult gay men 
ranged from less than 10% to 70%, with most rates falling 
between 20%-50%.^ 

Since the early 1980s, gay-affiliated organizations have 
mobilized extensive HIV education and prevention campaigns. 
These efforts have produced some of the most profound 
modifications of personal health-related behaviors ever recorded.^^ 
Numerous cohort studies have shown that many gay men, 
particularly those living in urban areas, have significantly altered 
their high-risk behaviors, including decreasing the number of 
sexual partners and the frequency of unprotected anal 
intercourse.^^ These findings are supported by a gradual decline 
in the rate of increase of AIDS cases attributed to male 
homosexual contact, and a simultaneous reduction in the 
incidence of syphilis and gonorrhea among gay men compared 
with 1980 levels.^^ 

However, as William Gardner testified before the Select 
Committee, the promising results of these studies cannot be 
generalized to all gay men or to gay adolescents.^*^ In fact, the 
National Research Council found that young gay men engage in 
higher rates of risk taking than older gay men,^^ and other studies 
have found that gay youth are less likely than older gay men to 
perceive being at risk of HIV infection.^^ 

In June 1991, the San Francisco Department of Public 
Health released The Young Men's Survey," a study in which 
more than 250 young men ages 17-25 who self-identified as being 
gay/homosexual or bisexual, were interviewed.^^ Overall, one in 
eight interviewees was HIV seropositive and one in four was 
infected with Hepatitis B. Nearly one in ten reported having 
used intravenous drugs at least once, and 3% reported IV drug 
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use in the six months prior to the survey. Moreover, BTV 
seroprevalence and the percent reporting risky sexual behavior 
were higher among teenage participants than among men in their 
early twenties. Table 1 summarizes data from the Young Men's 
Survey. 



Table 1: Young Men's Survey - Prevalence of HIV, Hepatitis B, 
Unprotected Anal Sex and Oral Sex Among Young 
Gay and Bisexual Men, By Age^^^ 



AGES: 


17-19 


20-22 


23-25 




(n=Zl) 


(n=93) 


fn=144^ 


croprevalence of HIV 


14.3 


14.0 


10.4 


Seroprevalence of Hepatitis B 


23.8 


27.9 


25.0 


% Reporting Unprotected Anal Sex 


42.9 


24.7 


29.9 


% Reporting Unprotected Oral Sex 


90.5 


75.3 


82.7 



Findings from the Young Men's Study also show differences 
in seroprevalence and risk-taking behaviors when participants 
were compared by race and ethnicity. HIV and Hepatitis B 
seroprevalence and the frequency of unreported oral intercourse 
were highest among African-American participants, while HIV 
seroprevalence and the frequency of unprotected anal intercourse 
were lowest among Asian/Pacific Islander participants. Table 2 
summarizes these data. 



San Francisco Dqiaitmcnl of Public Health, AIDS Office. *TIm; Young Mcn'« 
Suivey: Principal Findingi and Rciulu - A Prcicnution to the San Franciico 
Health CommiiMon." June 1991. Used with permiuion. 
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Tiibte 2: Youog Men's Survey > Previileacc of HIV, HepatiUs B, 
Unprotected Anal Sex and Oral Sex Among Young Gay and 
Bisexual Men, By Racc/Ettinldty<^'^ 



RACE/ETTHNICITY White Latino African- Asian/Pac 

American Islander ' 



Seroprevalence of HIV 


10.9 


14.3 


2Z9 


.0 


Seroprevalence of 










Hepatitis B 


24.6 


2Z4 


40.0 


24.2 


% Reporting Unprotected 










Anal Intercourse 


31.8 


30.6 


28.6 


15.2 


% Reporting Unprotected 










Oral Sex 


81.8 


77.5 


85.7 


75.8 



Little Known About STDs and Risky Behaviors Among Youth 
Who Practice Same-Gignder Sexual Behavior 

Little is known about the prevalence of STDs or risky sexual 
and drug use practices among youth who practice same-gender 
sexual behavior/'^ Data are particularly lacking regarding the 
risk-taking behavior of lesbian girls, a group which is generally 
at very low risk of becoming pregnant or acquiring sexually 
transmitted diseases, including HIV.'^ One study used national 
AIDS case surveillance data to dissess demographic characteristics 
and behavioral risk factors in adult and adolescent lesbians. This 
study found that between June 1980 and September 1989, of the 
79 women with AIDS who reported sexual relations with only 
female partners, 95% were intravenous drug users. The authors 
also found that two instances of female-to-female transmission of 
HIV had been reported.^^ 

In New York City, a study of HIV-related knowledge, 
attitudes, and behavior among runaway and gay male youth found 
that among the 60 primarily minority gay male youth interviewed, 
77% were sexually active in the previous three months, including 



San FrancikX) Department of Public Health, AIDS Office. June 1991. op cit. 
Used with penniitioiL 
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oral, anal, and vaginal intercoui'se and oral-anal contact. During 
this time, study participants reported a mean number of 4.1 
partners and 22.8 sexual enc^; 'nters. Almost one-half (44.1%) 
reported never using cx^ndoms and less than 15% reported 
consistent use of condoms. Bisexual activity was reported by 
nearly one-third (31.2%) of the gay male participants/^ 

High rates of risk-taking behavior have also been found 
among gay and bisexual youth from Minnesota. In one non- 
clinical study, gay and bisexual male youth reported a mean 
annual number of seven sexual partners. These youth reported 
that their partners were, on the average, seven years older, and 
that two-thirds of initial encounters occurred in bars or public 
meeting areas, with one-third of encounters being anonymous.^^ 
Because HIV and other STD rates are exceptionally high among 
adult gay men,^^ these data are extremely troubling. Nearly half 
of the youth interviewed for this study had a past histoiy of 
sexually transmitted diseases, and the majority met professionally 
recognized criteria for substance abuse.^ 

Despite significant gaps in knowledge about the behaviors of 
youth engaging in same-gender sexual behavior, numerous studies 
show that this population has an urgent need for improved HIV 
prevention interventions.^^ 

Preventing HIV Among Youth Engaging in Homosexual Behavior 
Faces Significant Barriers 

Stress to Conform Can Lead to Denial of Risk Taking 

The process of acquiring a homosexual identity generally 



begins in early childhood and continues throughout adulthood.^^ 
During early adolescence, youth first experience heterosexual and 
homosexual attractions and fantasies.^^ Youth who feel an 
attraction to persons of the same gender often feel uncomfortable 
identifying with the stereotypes of gay and lesbian people that 
are prevalent in their environment and fear being associated with 
a group that is widely stigmatized by society.^ As noted by the 
American Academy of Pediatrics: 

The social consequences of homosexual orientation in an 
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adolescent include potential difficulties in peer group 
acceptance, family rejection, school and institutional 
harassment, limited employment opportunities, legal 
difficulties, and social isolation. Although homosexual 
orientation does not appear to predispose to mental illness, 
the social consequences of this life-style in a teenager may 
create serious emotional problems.^ 

The social stigma of homosexuality specifically impedes a 
young gay or lesbian^s learning about AIDS.^ Confronting 
immense pressure by their peers to conform, many young 
adolescents who practice same-gender sexual behavior do not 
identify themseh^es as gay, lesbian, or bisexual/^ When 
homosexually active male youth deny their homosexual feelings, 
they may also deny the risks associated with their behavior.^^ 

Additionally, youth who at ^ attracted to persons of the same 
gender often seek heterosexual partners in order to confirm, hide, 
or attempt to '^change" their emerging sexual identity/^ In 1990, 
the General Accounting Office (GAO) found that this 
experimentation may serve as a possible link between homosexual 
and heterosexual youth in the transmission of HIV.^^ GAO also 
found that social pressures to engage in heterosexual relationships 
place lesbian youth, who would normally be less likely to engage 
in high-risk sexual behaviors, at increased risk of infection. 

Youth who eventually accept a homosexual orientation 
typically pass through stages of "coming out," during which they 
develop self-esteem, and the socialization skills needed to 
maintain friendships and intimate relationships.''^ During this 
developmental process, these youth continuously assess whether 
to disclose their identity and risk harassment or discrimination*^ 
Their isolation complicates delivery of services, including risk 
reduction programs, because many gay and lesbian youth fear 
their sexual orientation will be discovered if they try to obtain 
neeJed help.^ 

Gqy and Lesbian Youth Often Co^frota Rejection and Violence 
in Settingi That Traditionaily Provide HIV Prevention Services 

Most adolescents cope successfully with the stress of these 
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conflicting feelings about their sexual orientation. However, 
youth who feel more certain about their gay or lesbian identity 
face significant and sometimes overwhelming challenges to 
developing healthy self-esteem and relationships.^ Most often, 
they are forced to make the difiBcuIt choice between either hiding 
their identity or confronting rejection, prejudice, and violence by 
friends, family, and other important adults. 

As described earlier, school settings have the potential to 
reach nearly 45 million youth with HTV prevention curricula. 
However, as Gardner testified before the Select Committee, gay 
youth are difBcult to reach through traditional school or public 
health interventions.*'*' Gay and lesbian students often face 
ridicule from teachers, fellow students, and administrators who fail 
to punish verbal attacks on them.'^ A 1984 survey of over 2,000 
gay and lesbian adults found that 45% of gay males and almost 
20% of lesbians had experienced verbal or physical assault in 
secondary schooL'^^ School-based HIV prevention efforts that fail 
to provide positive support to gay and lesbian youth are less 
likely to have a significant impact on this population.'^^ 

Parents of gay and lesbian youth may also be unable or 
unwilling to reinforce HiV prevention messages. In fact, violence 
and harassment in school are often reinforced at home. A study 
by the Hetrick-Martin Institute, which serves gay and lesbian 
youth in New York City, found that of 500 young people seeking 
assistance in 1988, 40% reported having experienced violent 
physical assaults by family, peers, and strangers. Sixty-one 
percent of gay-related violence against these youth was 
perpetrated by family members.^^ 

Many Gay and Lesbian Youth Respond Negatively to Stress with 
Increased Risk Taking 

In response to such extreme pressures, many young lesbian 
and gay people suffer from poor self-esteem, feelings of isolation, 
and chronic depression*'^ Others rely on ultimately self- 
destructive coping behaviors and find themselves in situations that 
increase their risk of acquiring HIV. As Andy Humm, an 
educator with the Hetrick-Martin Institute noted, *The most 
important thing for a gay kid is to feel he has a future...when you 
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feel you're alone in the world, that leads you to a lot of 
dangerous behaviors.**^^ 

While national studies have not been conducted, small scale 
studies indicate that gay and lesbian youth are at increased risk 
of alcohol and other drug abuse and school failure.^ These 
indicators subsequently reduce the likelihood that HIV prevention 
messages will be heard or heeded/^ 

Rejected by friends and family, some gay and lesbian youth 
turn to life in the streets for emotional and financial support.^ 
An estimated 25% of all youth living on the streets are gay, 
lesbian, bisexual, or transsexual/^ (See "HIV-Related Needs of 
Runaway and Homeless Youth" in this chapter for further analysis 
of the risks associated with this high-risk situation.) 

Suicide is the third leading cause of death among males and 
females ages 15-24> accounting for 8% of deaths among women 
and 15% of deaths among men in this age group in 1988.-^^ In 
1989, the U.S. Department of Health and Human Services 
(DHHS) found that gay and lesbian youth are two to three times 
more likely to attempt suicide than their peers, comprising up to 
30% of completed youth suicides annually.^^ 

A more recent study supports the DHHS findings. A 1991 
study found that among nearly 140 males from Minnesota and 
Washington State who identified themselves as gay or bisexual, 
30% reported at least one suicide attempt at a mean age of 15.5 
years. Nearly one-half of those who had attempted suicide also 
reported other attempts to take their lives. One-third of first 
attempts occurred in the same year that the participants identified 
their sexual orientation. Eighty-five percent of attempters also 
reported illicit drug use, and 22% had undergone chemical 
dependency treatment.^^ 

Social and Resource Barriers to Reaching Youth Who Practice 
Same-Gender Sexual Behavior Prevail 

As described in Chapter II, successful HIV prevention 
programs must be culturally sensitive and instill precise 
information, a sense of vulnerability and self-efficacy, and skills. 
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These "protect yourself messages should be reinforced by 
parents, schools, peers, churches and other community 
organizations. With respect to efforts aimed at gay adolescents: 

The effeaiveness of AIDS prevention efforts for gay 
adolescents is enhanced by other programs to foster self- 
esteem, positive identity, and community. In the absence of 
family and peer support, adult role models, employment^ 
shelter, and food, the power of education to affect behavioral 
changes rapidly dissipates.^^ 

As has been mentioned previously, many HIV prevention 
programs, particularly those offered in schools, do not address the 
needs specific to lesbian and gay youth/^ In 1989, the National 
Education Association took an important step in addressing this 
problem, by adopting a resolution which stated: 

All persons, regardless of sexual orientation, should be 
afforded equal opportunity within the public education 
system. The Association further believes that every school 
district should provide counseling for students who are 
struggling with their sexual/gender orientation/^ 

However, this commitment is not widespread among service 
providers from the juvenile justice, child welfare, and health care 
services who have historically neither identified nor addressed the 
special needs of this population.^^ Moreover, most schools and 
youth-serving agencies do not have policies, programming, or staff 
training to help th^e youth develop strong self-esteem and a 
sense of self-efficacy to prevent or reduce HIV-related risk-taking 
behaviors/^ 

Other political barriers include a lack of Federal resources 
dedicated to HIV prevention serving gay and lesbian youth. This 
is particularly disturbing, given the high proportion of AIDS cases 
among youth that are linked to homosexual behavior, and data 
that indicate that many of these youth engage in sexual and drug 
use behaviors that put them at risk of HIV.*^ Additionally, 
Federal restrictions on explicit information about safer sex 
practices for these youth make it difficult to provide the 
infoimation they need to protect themselves and their partners 
from HIV,^^ 

JL »w w 
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Several Model Programs Making Inroads to Prevent HIV Among 
Gay and Bisexual Male Youth 

Several model programs providing HIV prevention services 
to gay male youth exist and are noteworthy because they have 
overcome many of the barriers addressed above. 

One model HIV prevention program, at the HIV Center for 
Clinical and Behavioral Studies at Columbia University, has 
produced significant reductions in risky behavior among nearly 
150 predominantly Hispanic (51%) and African- American (31%) 
gay males ages 14-19. This program pro\'ides intensive HIV 
prevention services, including individual risk assessment and 
counseling, coping skills training sessions, and facilitated access to 
comprehensive medical and social services. After one year, 57% 
of program participants reported increased condom use. An 
additional 18% of participants reported decreases in unprotected 
sex and then relapsed. Improvements were greater for African- 
American youths than for Hispanic youths who engaged in 
significantly fewer risk acts initially, but made fewer behavior 
changes over time.^ 

A second model program targeting gay male youth is 
conducted by the Department of Pediatrics at the University of 
Minnesota. The Youth and AIDS Project (YAP) provides 
comprehensive outreach, risk reduction counseling, peer 
education, case management, referral for medical and psychosocial 
services, and longitudinal follow-up to youth who self-identify as 
gay or bisexual. Program participants include 140 males ages 14- 
21, more than half of whom grew up in non-urban areas, 
principally in Minnesota.^^ 

Initial data from YAP indicate that 75% engaged in 
unprotected anal intercourse and/or needle sharing, nearly one- 
fifth (18%) were chemically dependent, and the same number 
(18%) of participants reported a history of sexually transmitted 
diseases. Additionally, 83% of participants did not know that 
HIV can be transmitted through oral sex, 16% denied any risk 
for HIV, and 12% were unaware of the HIV antibody test.^^ 

After participating in YAP for three months, the young men 
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reported a sharp increase in consistent use of condoms during 
anal intercourse (from 44% to 73%), and were significantly less 
likely to report oral sex and symptoms of dysfunctional substance 
abuse.'" Perceived personal vulnerability to HIV increased by 
15% among YAP participants and denial of any personal risk for 
HIV decreased from 16% to 6%. Additionally, regular use of 
alcohol in sexual situations diminished from 17% to 4%, 
involvement in prostitution decreased from 8% to 0%, and 
consistent use of condoms with new partners more than doubled 
from 30% to 65%.*^ 

B. HIV-RELATEn NEEDS OF HOMELESS AND RUNAWAY 
YOUTH 

Estimates of the Number of Homeless and Runaway Youth V ary, 
But Too Many Teens Forced to Survive on t he Streets 

Adolescents live on the streets for a variety of reasons. 
Many children run away from home each year, while others are 
literally "thrown away" or abandoned by their families. The 
Office of Juvenile Justice and Delinquency Prevention (OJJDP) 
estimates that in 1988, 450,700 youth ran away from their homes 
or juvenile institutions across the United States. Of this group, 
nearly 130,000 youth were without a secure and familiar place to 
stay. Additionally, OJJDP estimates that in 1988 more than 
127,000 children were thrown away or abandoned by parents or 
guardians, and more than 59,000 youth did not have a secure and 
familiar place to stay during some portion of the time they spent 
away from their homes.*'' 

Other studies indicate higher estimates of homeless and 
runaway youth. The National Network on Youth and Runaway 
Services estimates that the number of youth permanently living 
on the streets ranges from 100,000 to 300,000, with as many ^ 
1,300,000 to 2,000,000 running away from home each year. 
Community and youth shelter surveys suggest that each year 
between 1,000,000 - 1,300,000 adolescents live on the streets or 
receive services from emergenw shelters. A large portion of 
these adolescents are runaways.'*'' Another study estimates that 
the actual number of adolescents on the streets and in emergency 
shelters may be closer to 500,000.'^ 
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Although estimates on the number of runaway and homeless 
youth vary, it is clear that each year significant numbers of youth 
are forced to survive living on the streets. 

Rate of HIV Infection Among Runaway and Homele ss Youth 
Unknown, Rates High Among You th in Shelters 

The extent of HIV infection among runaway and homeless 
adolescents is unknown. However, several youth shelters have 
collected HTV seroprevalence data from youth whom they serve. 
These studies indicate a wide range of infection rates. 

One study of nearly 2,700 youth who received services at 
Covenant House in New York City between October 1987 and 
1989 found that more than 5% were infected with HIV. Data 
from this study indicate that the longer an adolescent was 
homeless, the more likely he or she was to be infected with HIV 

the average rate of HIV infection for youth age 20 was 
8.6%.^ Another anonymous seroprevalence study conducted at 
a New York health clinic for nmaway youth noted that 7% of 
the youth tested were infected with HIV.^^ 

Additionally, a 1991 survey conducted by the Inspector 
General of the DHHS found that HIV seroprevalence varies by 
city. Among youth served by a clinical program in a large east 
coast city, three of every ten were infected with HIV, compared 
with three of every 100 tested among youth served by a shelter 
in a large southern city.^^ 

Successful HFV Prevention Among Homeless and Runaway Youth 
Faces Formidable Barriers 

Numerous barriers impede successful HIV prevention for 
runaway and homeless youth. These include: Stressful situations 
encountered by living on the street; lack of education, job skills, 
medical care, and social services; increased drug and alcohol use; 
and unrealistic stereotypes about these youth. As noted by 
Rotheram-Borus: 

The lack of supportive resources and the existence of multiple 
problem behaviors and emotional distress must be considered 
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in the design, implementation, and evaluation of HIV-ielate 
services for homeless youths. As one adolescent in a shelt. • 
expressed the problem: "Why should I care about dying ten 
years from now when I do not know where I will sleep and 
how I will get food tomorrow." The risk of HIV infection 
can only be addressed in the context of the youths* lives.^^ 



Runaway and Homeless Youth Encounter Stress at Home and 
on the Streets 

The failure to have a supportive and "functionaP family may 
be the single largest factor associated with adolescent 
homelessness/^ Lack of support ranges from strained 
interpersonal relationships to parental substance abuse, which may 
lead to neglect, and physical, emotional, and sexual abuse. The 
trauma of these problems can affect how ruhaway and homeless 
youth cope with high-risk situations. 

A 1989 GAO study of the characteristics of youth served by 
shelters provides additional evidence of the prevalence of family 
problems among runaway and homeless youth. GAO interviewed 
youth as well as experts in the field, and found that almost one- 
half of the youth had emotional conflicts with their parents, more 
than one in four suffered parental neglect, more than one in four 
suffered from prior physical or sexual abuse, almost one in five 
had parents who abused drugs or alcohol, more than one in five 
thought that their parents were too strict, and approximately one 
in ten observed domestic violence within their homes.'^^ 

The rate of sexual abuse prior to street life among homeless 
and runaway youth may be higher than the GAO estimates. In 
1988, Maureen Ganmion, a community health outreach worker 
at the Larkin Street Youth Center in San Francisco, estimated 
that of the 75 homeless teenagers seen at the center during the 
average week, over 60% were sexually abused prior to leaving 
home.^^ 

A 1991 study of 50 homeless adolescents by the Stanford 
Center for the Study of Families, Children and Youth found that 
more than half reported having been physically abused, and 
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nearly four in ten reported having been sexually abused by famUy 
members. More than half of these youth reported parental 
alcoholism, and almost four in ten reported drug abuse by their 
parents. The connection between abuse within the home and 
homelessness was described by one youth interviewed for the 
Stanford study: "I would rather be homeless. It is cold and 
miserable on the streets, but it is better than being beaten up by 
parents who don't care."^^ 

Sexual abuse within the home not only server as a 
precipitating factor in running away, but it may also be linked to 
high-risk behavior of runaway and homeless youth including 
increased sexual activity.^ (See "Considerations for Serving 
Youth Who Have Been Sexually Abused" in this chapter for 
further discussion of these issues.) 

As discussed in the previous section of this report, many gay 
and lesbian youth are rejected by their families and forced^ to 
leave home. According to a recent report from the Technical 
Assistance Center of the Child and Adolescent Service System 
Program (CASSP), shelters report an "increase in the number of 
gay and lesbian youth who have been rejected by their families 
because of their sexual preference."^* The Seattle Department 
of Human Resources reports approximately 40% of runaway and 
homeless youth are gay.^^ Andrew Humm, Director of Education 
at the Hetrick-Martin Institute estimates that as many as one half 
of youth on the streets of New York are gay or lesbian. 

Emotionally and physically abused youth who live on the 
streets find themselves in a situation in which any individual 
would have difficulty coping. As noted by the Center for 
Population Options: 

Undereducated, often abused, and lacking a family support 
system that provides needed direction, homeless and runaway 
youth are forced to make painful decisions. Their lack of 
marketable skills and their status as minors leave them with 
few legitimate alternatives to illegal activities. Many become 
involved in prostitution, pornography, and the illegal drug 
trade to pay for food or a place to stay.^^ 
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Prostitution^ ""Survival Sex,"" Rape, Hig^ Rates of Pregnatuy and 
Alcohol and Other Drug Use Put Homeless and Runaway Youth 
at Increased Risk of HIV 

High-risk behaviors practiced by runaway and homeless youth 
are generally the same ones found among the general adolescent 
population at large: unprotected sex; sex with multiple partners; 
and the use of alcohol and other illicit drugs. Like non-homeless 
youth, runaway and homeless youth are subject to rape. 

In order to survive on the streets, runaway and homeless 
youth may resort to prostitution or "survival sex" (the exchange 
of sex for food, shelter, money, or drugs), although estimates of 
these behaviors in runaway and homeless youth vary from 5% to 
80%.^^ 

Survival sex by itself constitutes high-risk behavior. Yet, the 
risk involved with survival sex can be enhanced by pressures 
placed on runaway and homeless youth. Anecdotal evidence 
suggests that youth engaged in prostitution may earn more money 
from "tricks" or "Johns" if they do not use a condom during 
intercourse or oral sex According to Jay Cobum, Director of 
the Safe Choices Project of the National Network of Runaway 
and Youth Services, "The adults who sexually assault or exploit 
these teenagers are rarely interested in risk reduction; they pay 
and/or coerce youth to forego condom use."*^ In 1988, 
Washington, D.C. customers offered prostitutes $50 to $500 to 
have intercourse without a condom.^^ As noted by Athey, Chief 
of the Public Health Social Work Division within the Maternal 
and Child Health Bureau of DHHS, "Clearly, to the extent that 
survival sex involves multiple partners and is unprotected, HIV 
risk is increased."^^ 

One 1988 study compared the health status of 765 runawa}' 
and non-runaway youth who were served by Children's Hospital 
of Los Angeles and the Los Angeles Free Clinic. More than one 
in four runaway youth reported that they engaged in survival sex 
compared with fewer than one in ten non-runaway youth. 
Runaway youth were four times more likely to report sexual 
abuse, eight times more likely to report physical abuse, and three 
times more likely to report being raped than were non-runaway 
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youth. In addition, more than half of the runaway youth had 
dropped out of high school compared with one in ten non- 
runaway youth. As outlined in Table 3, runaway youth used 
alcohol and other drugs more frequently than the non-runaway 
population. 



Table 3: Percent of Runaway and HomeScss Youth Reporting Alcohol 
and Other Drug Use Compared with Non-Runaway Youth'**^ 



Runaways Non-Runaways 

Drug (N=:110) (N=655) 

IV Drug Use 34.5% 3.7% 

Hallucinogens 22.7% 2.4% 

Stimulants 36.4% 7.0% 

Inhalants 6.4%> 2.4% 

Narcotics 13.6%> 3.4% 

Alcohol 54.5% 49.9% 

Cigarettes 42.7% 34.2% 

Drug Problem 7.3% 1.1% 

Marijuana 44.5% 28.7% 

No Drug Use 16.4% 33.0% 



GAO also found that approximately 20% of homeless and 
runaway youth reported using drugs and alcohol. 

Rates of consistent condom use among homeless and 
runaway youth vary. Another study found that prior to HIV 
prevention sessions only one-fourth of runaway youth reported 
consistent condom use during the previous 3 months; and 80% 
reported never having used condoms.** 

One proxy of failure to use contraceptives, including latex 
condoms, is pregnancy: The pregnancy rate among homeless 
adolescents is higher than among non-homeless youth. A 1989 
study of females ages 16-19 in 19 cities found that more than one 
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in three homeless females was pregnant, compared with 
approximately one in ten females who were not homeless.^ 
Although this study found that sexually transmitted diseases were 
three times as frequent among homeless females, other studies 
have found an equal prevalence of STDs among homeless and 
non-homeless females. 

Rape is a hazard for all runaway and homeless youth, 
especially females. According to Athey: 

...the rate of sexual assault on homeless women is reported 
to be approximately 20 times the rate among women in 
general. Nationally, 50% of all rape victims are less than 18 
years old. Since homeless girls have the double risk factors 
of youth and homelessness, it can be assumed that rape is a 
common experience for them.^^ 

One New York City shelter reported that 25% of adolescent 
females experienced rape sometime during their lives.^^ Rape of 
male runaway and homeless youth is also not uncommon.^^ 

Runaway atid Homeless Youth Find Doors To Traditional 
Sources of Prevention Messages and Treatment Closed, Need for 
Parental Consent Also Impedes Access to Care 

Although youth living on the streets are reported to have a 
general knowledge about HIV infection^^ they often do not 
participate in traditional educational activities which could give 
them a more comprehensive understanding of HIV infection and 
skills for reducing high-risk behavior. According to Cobum: 

Youth at highest risk for HIV infection face the same 
developmental challenges as other youth....As far as HIV, they 
are often isolated from the institutions that are typically 
expected to car^ prevention messages - schools, families, and 
health services.^*^ 

In its 1991 Adolescent Health report, OTA found that many 
HIV prevention programs are family- or school-based and not 
geared toward runaway and homeless youth. As detailed in 
Chapter II, community-based programs, such as teen street 
theater, "rap" and poster contests, distribution of printed 
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materials, STD and AIDS hotlines, individual and group 
counseling, media campaigns, condom distribution and needle 
exchange and bleach programs exist, but very few have been 
evaluated for effectiveness.^^ It is also unclear to what extent the 
community programs consider and serve the needs of runaway 
and homeless youth.^^ 

Because they live on the streets, runaway and homeless 
youth fail to receive prevention messages through the mail and 
television.^ Other resources necessary for preventing HIV may 
also be unavailable to runaway and homeless youth. For 
example, although they may know that cleaning needles and 
syringes in a chlorine solution will sterilize them, runaway and 
homeless youth often lack access to bleach or a private place 
where they can clean these items.^ 

Moreover, various studies have found that runaway and 
homeless youth often fail to attend school.^^ One study found 
that more than seven in ten boys and almost five in ten girls who 
live on the streets either drop out or are expelled from school.^^^ 

Many health care institutions also provide HIV prevention 
materials, including condoms, but these services are rarely 
accessible to runaway and homeless youth. The Office of the 
Inspector General found that due to lack of funds or the inability 
to meet eligibility requirements, many homeless and runaway 
youth are unable to gain access to health care and social 
services.^^^ Also, traditional health care institutions often reject 
runaway and homeless youth, "considering them to be^ either a 
poor risk or to carry problems too complex to handle." 

The 1991 Inspector General study highlighted various 
problems that inhibit HIV prevention, testing, and treatment 
efforts on behalf of runaway and homeless youth. Even when 
services are apparently available to youth in the community, 
requirements such as money, parental consent and age 
restrictions, fragmentation of funding sources, and different 
ideological approaches "weaken service delivery for runaway and 
homeless youth with or at risk of HIV infection."^^ As discussed 
elsewhere in this report, although early detection of HIV can 
reduce the spread of the infection, shelter staff remain reluctant 
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to test youth at risk of infection due to the lack of proper 
counseling and available follow-up services- 
Many studies have also found that Federal and state policies 
impede the participation of runaway and homeless youths' 
participation in AIDS clinical trials, particularly requirements for 
parental consent/'^^ 

Stereotypes About Homeless and Runaw<^ Youik Thwart FrevetUion 
Efforts and Treatment 

It is important to note that while many runaway and 
homeless youth are faced with difficult and dangerous situations, 
health care providers and policymakers often have inaccurate 
beliefs about the lives of these youth. Recently, in testimony 
before, the Select Committee on Children, Youth, and Families, 
Mary Jane Rotheram-Borus observed that: 

The stereotypes do not focus on the fact that 25% of these 
youths are sexually abstinent, or the fact that female runaways 
typically have t)een sexually involved with only one partner in 
the past three months, with males typically involved with 2- 
4 partners in the same time period, and that their condom 
use is similar to that of adolescents in general.^^ 

GAO confirms this observation, finding that media portrayals 
of runaway and homeless youth which highlight drug abuse or 
prostitution are often exaggerated. According to GAO, "The 
majority of homeless youth were not reported to have such 
problems (i.e., drug abuse and prostitution). Approximately one 
in five was reported as having a drug or alcohol problem, while 
approximately one in seven females had to deal with pregnancy 
or venereal disease."^^ 

The stereotype that homeless and runaway youth are beyond 
help inhibits many prevention and health care providers from 
serving runaway and homeless youth. Rotheram-Borus criticizes 
the widely held opinion of one reviewer for the Journal of the 
American Medical Association, who wrote that the T^leak and 
hopeless future" of runaway and homeless youth and concludes 
that "the problem is so huge, so inevitable; nothing can be 
done."^^ 
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Model HIV Prevention Programs for Runaw ay and Homeless 
Youth Are Intensive, Combine Skills Develop ment with Access 
to Comprehensive Health Care Services 

When the special needs of runaway and homeless youth are 
addressed in long-term intervention sessions, risk-taking behavior 
of runaway and homeless youth decreases. A 1991 study 
examined the high-risk behavior of 145 runaways at residential 
shelters and evaluated the impact of comprehensive intervention 
(up to 30 sessions) on their behavior. Sessions included 
discussions of general knowledge of HIV/AIDS, coping skills, 
access to resources and individual counseling to reduce barriers 
to safer sex. Youth who received the comprehensive intervention 
reported an increase in condom use and a decrease in high-risk 
behavior.^^ 

In testimony before the Select Committee, the program's 
Director, Rotheram-Borus compared her program with teenage 
pregnancy, substance abuse, and smoking prevention efforts that 
have produced behavior change: 

These programs share several characteristics: a) Interventions 
are provided in the context of making available 
comprehensive health care services and other community 
resources; b) they build on participants' strengths rather than 
merely targeting deficits; c) they engage participants in active 
rehearsal of the targeted health-enhancing behaviors; d) social 
support from peers in the environment reinforces learning; 
and the interventions are intensive, providing, for example, 15 
or more sessions instead of merely 2-3 hours of educational 
interventions.^^^ 

Prior to entering the shelters, fewer than one in four 
runaways reported consistent condom use in the last three 
months, and among sexually active youth, almost one in four 
reported engaging in high-risk sexual behavior, defined by the 
number of partners and sexual encounters, as well as condom use. 
After six months of intervention, more than six in ten youth 
reported consistent condom use. No youth reported participating 
in high-risk behaviors, defined as infrequent condom use (condom 
use during 0-49% of sexual encounters) combined with ten or 
more sexual encounters and/or with three or more sexual 
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partners/^-' 

The "Safe Choices" project sponsored by the National 
Network of Runaway and Youth Services provides HIV 
prevention training to community-based agencies that serve youth 
in. high-risk situations, including homeless and runaway youth. 
Components of the Safe Choices project include train-the-trainer 
workshops, technical assistance to community-based organizations 
regarding model program components, policy development, 
funding sources, and new materials, and various -hotlines and 
publications which include a model training manual/^^ 

Experts Recommend Comprehensive HIV Prevention and 
Services for Runaway and Homeless Youth 

In 1991, the American Medical Association identified the 
following needs and recommendations regarding the health care 
of runaway and homeless adolescents: 

• Funding should be provided by an appropriate 
government agency for a national study that wou.J 
provide accurate, timely, and reliable data on homeless 
adolescents; 

• Conduct a pilot study of the health care needs of 
homeless youth in order to provide physicians with 
solid baseline data on this issue; 

• Establish a protocol to be used in the evaluation and 
treatment of homeless youth; 

• Disseminate information on the lack of treatment 
facilities and health care providers for treating 
homeless youth; 

• Encourage state medical societies to determine the 
extent of treatment possible under state law, to inform 
physicians of the laws and regulations affecting the 
treatment of minors, and to form linkages with 
state\/ide youth advocacy groups to develop protocols 
for the treatment of troubled youth; and. 
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• Encourage local medical societies to develop and 
publicize lists of local and regional resources that can 
assist homeless adolescents, to provide this information 
to local physicians, and to establish links with providers 
of youth services to improve knowledge of the needs 
and limitations of these youth and physicians who 
provide care.^^^ 

In addition, a 1991 literature review of homeless youth and 
HIV infection included several recommendations about serving 
homeless and runaway youth. The authors found that standard 
one- or two-day "AIDS 101" sessions have little effect on the 
behavior of runaway and homeless youth. They also 
recommended providing comprehensive care, including case 
management, to HIV-infected adolescents specifically targeted to 
homeless youth, and proposed increased Federal and state 
funding of HTV prevention programs in temporary shelters, foster 
care and group home settings, and other social service 
agencies.^ ^"^ 

Strategies have been oudined to improve service delivery to 
runaway and homeless youth who are infected with HIV. TTiese 
include a holistic and comprehensive approach to service delivery 
provided by multi-agency coordinated care and "wrap-around" 
services. Multi-agency coordinated care would address the 
problems caused by incomplete and fragmented care by providing 
a comprehensive system of care which uses "interagency 
committees, multi-disciplinary teams, and 'blended funding', 
accompanied by case management." Wrap-around services would 
assure that if a particular youth's needs are not being met by the 
system, a program will be designed to meet the specific needs of 
that youth.^^^ 

C. HIV-RELATED NEEDS OF INCARCER ATCD AND 
DETAINED YOUTH 

Although studies of limited samples indicate that large 
percentages of youth who reside in corrections facilities have 
engaged in behavior that puts them at risk of HTV infection, no 
regular or periodic assessment of HIV infection or of high-risk 
behavior is conducted in these settings. Little is known about 
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either the quality or the availability of health care, health 
education, or disease prevention services for youth in custody/^^ 
As noted by the National Commission on AIDS, "For the most 
part, juvenile facilities continue to suffer from extreme 
inattention. Information regarding access and quality of health 
care must be obtained and made available."^^^ However, the 
limited information that is available indicates that the need for 
increased HIV prevention, drug treatment, and medical services 
for youth in correctional facilities cannot be overstated. 

Prevalence of HIV Among Adult Inmates is Staggering, Rates 
Among Juveniles in Custody Unknown 

Since 1985, the National Institute of Justice (NIJ) has 
reported the number of AIDS cases confirmed among adult 
inmates in U.S. Federal, state, and selected large city/county 
correctional facilities. By the end of November 1989, this 
number had reached 5,411 representing a 72% increase over the 
previous year.^^^ In fact, for the first time since NU has 
sponsored this survey, the percent mcrease in cumulative 
correctional AIDS cases exceeded the increase in AIDS cases 
reported in the U.S. population at large, which had a 50% 
increase over the previous year. AIDS has become the leading 
cause of death in several correctional systems.^^^ Additionally, 
the prevalence of HIV among nearly 11,000 consecutive entrants 
to ten correctional systems in 19884989 ranged from 2.1% to 
7.6% for men and 2.5% to 14.7% among women.^^^ 

The rate of HIV infection and AIDS among youth in 
correctional facilities is unknown. A seroprevalence study of 
nearly 1,900 youth admitted to two Los Angeles County juvenile 
facilities during a seven-month period in 1987 found that 0.16% 
of youth were infected with HIV.^^' In a 1989 survey of 1,400 
public and private juvenile facilities, 14 cases of AIDS were 
confirmed and responding institutions reported two AIDS-related 
deaths. These numbers represent a minimum estimate, because 
not all facilities were surveyed, and less than one-third of those 
contacted actually responded.^^'^ 

Several smaller studies indicate that, by virtue of their 
participation in risky sexual and drug use behaviors, and their 
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limited access to medical, social, and other preventative services, 
detained and incarcerated youth are at increased risk of HIV 
infection. 

Numbers of Incarcerated and Detained Youth Rose Dramatically 
During the 1980s 

As shown in Table 4, 95,621 youth were held in public and 
private juvenile facilities and adult jails during a one-day census 
of these facilities during 1989.^'^ 



Table 4. Juveniles Held In Public and Private Facilities and Adult 
Jails During a One-Day Census in 1989^ 





Males 


Females 


Total 


Public Juvenile Facilities 
Private Juvenile Facilities 
Adult Jails 


49,443 
26,602 
1,564 


6,680 
11,220 
112 


56,123 
37,822 
1,676 


Total 


77,609 


18,012 


95,621 



The number of juveniles in custody has increased 
dramatically during the past decade. Between 1979 and 1989, the 
number of youth held in juvenile facilities (public and private) 



The numbei^ presented in this section reflect a one-day count; many more youth 
go through these facilities during the course of the year. 

In 1988, there were 619,181 admissions to public juvenile facilities. 141,463 to 
private juvenile facilities, and 65,263 juveniles were admitted to adult jails. The 
number of admissions may count an individual more than once if he or she was 
transferred between facilities or entered the system more than once during the year. 
(U S Department of Justice. Office of Juvenile Justice and Delinquency Prevention 
(OJJDP). Juveniles Taken Into Custody: Fiscal Year 1990 Report. National 
Council on Crime and Delinquency, San Francisco, CA. September 1991). 

OJJDP. September 1991. op cit. 

NOTE: Few data exist regarding the nearly 1.700 juveniles held in adult jails. 
The remainder of this section will focus on youth held in juvenile facilities. 
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increased by 31%/^ By 1989, the number of youth held in 
public juvenile facilities reached its highest number since the 
Department of Justice conducted the first Children in Custody 
census in 1971/-^:^ 

Moreover, the juvenile custody rates in public facilities per 
100,000 population increased by 19% from 1985 to 1989, 
reflecting both an increase in the number of detained and 
incarcerated youth and a decrease in the absolute numbers of 
U.S. youth ages 10-19/^^ 

As shown in Table 5, 70% of juveniles in public and private 
facilities during a one-day census in 1989 were held for 
delinquent offenses, acts that would be crimes if committed by 
adults. One in ten juveniles was held for status offenses, such 
as truancy or running away, and 20% were detained or 
committed for reasons not involving offenses, such as abuse or 
neglect by parents. 



(g) 



Children in Custody is a biennial survey published by ihe Office of Juvenile Justice 
and Delinquency Prevention that provides data regarding children in public juvenile 
detention, correctional, and shelter facilities. 
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Tables- Selected DemcygraphkChanMTteristics of J^^^^^ 

pSSTaiHl Private Faculties Daring a One-Day Census In 



Public 
Facilities (%) 



Private 
Facilities (%) 



Total 
Facilities (%^ 



ALL 

JUVENILES 



56,123 



(60%) 



37322 (40%) 93,945 (\m>) 



GENDER 
Males 
Female* 



49,443 
6,680 



(88%) 
(12%) 



26,602 
11,220 



(70%) 
(30%) 



76,045 (81%) 
17,900 (19%) 



RACE/ETHNICrrY 

White 22,201 (40%) 

Black 23,836 (42%) 

Hispanic 8,671 (16%) 

Olh^ 1,415 ( 2%) 



22,807 
10,883 
3,082 
1,050 



(60%) 
(29%) 
(8%) 
(3*) 



45,008 
34,719 
11,753 
2,465 



(48%) 
(37%) 
(13%) 
(2%) 



AGE AT CENSUS 
9 and under 
10-13 ycare 
14-17 ycare 
18-21 years 



45 
3,276 
44,894 
7,908 



ADJUDICATION STATUS 
Detained 17,612 
Committed 38,209 



Voluntary 



302 



( •) 

(6%) 
(80%) 
(14%) 



(31%) 
(68%) 
(1%) 



718 
5,917 
29,688 
1,499 



2,593 
28,269 
6,960 



REASONS FOR ADMISSION/CUSTODY 

DeUnquentActs 53,037 (95%) 13,^5 

Status Offender. 2,245 4%) 6.^3 

Non-Offendeis 841 (1%) 17,874 



(2%) 
(16%) 
(78%) 
(4%) 



(7%) 
(75%) 
(18%) 



(35%) 
(18%) 
(47%) 



763 ( 1%) 

9,193 (10%) 

74,582 (79%) 

9,407 (10%) 



20,205 
66,478 
7,262 



66,132 
9,098 
18,715 



(21%) 
(71%) 
(8%) 



(70%) 
(10%) 
(20%) 



• Denotet lc*s than 0.5%. 



f"' OJroP. September 1991. op cit; Barbara AIlen-H.gcn R«^rch and^Pr^^ 
Sivclopment Division, OJJDP. PcrK,nal Commun,«-.:<.n, Fcbn.ary, 1992. 
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n .1?'''^^'"°''"^'^ "^^^ P'°^'l«' ^ the Children in 
Custody 1989 report regarding youth held in public juvenile 
tacihties dunng a one-day census in 1989. 

Table 6: Proflle of Selected CharacterisUcs of Youth in Public 
Juvenile Facilities During a One-Day Censu s, 1989^^ 

were held for dehnquent offenses, acts that would be crimes if 
committed by adults. Four percent were held for status offenses 
such as truancy or running away. Just over 1% were detained or 
committed because they were abused, neglected, or dependent 
youth, were held for reasons not involving juvenile offenses, or 
were admitted on a voluntary basis. 

The number of juveniles held for alcohol or dmg offenses increa.sed by 
nearly 150% between 1985 and 1989. Nearly 11% of aU juveniles 
in pubhc facilities in 1989 were held for drug-related offenses Of 
these, almost one-half (49%) were held for distribution of drugs. 

Mal« account for 88% of juveniles in public custody The percent of 
females in public juvenile facilities decreased by 8% between 1987 
3 no 1989. 

Four out of five juveniles in correctional facilities are between the ages 
of 14 and 17 years. However, between 1987 and 1989, the percent 
of younger children (ages 10-13 years) and older youth (ages 18 
and older) increased by 17% and 18% respectively. 

In 1989, 60% of children in custody belonged to racial or ethnic 
minority groups (approximately 42% African-American, 15% 
Hispanic, and 2% American Indian, Alaskan native, Asian, or 
Pacific Islanoer). The number of white juveniles held in public 
faahties decreased by 5% between 1987 and 1989, while the 
number of African-American and Hispanic juveniles inaeased bv 
14% and 10% respectively. 
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OJJDP. Jmuaiy 1991. op dt. 
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Juveniles in Long-Term Facilities Report Exte nsive Alcohol and 
Other Dniy Use. Less Likelv to Receive Schoo l-Based HIV 
Prevention Due to Low High School Graduation Rates 

In 1988, the Bureau of Justice Statistics, released a special 
report. Survey of Youth in Custody, 1987 which supplements the 
information provided by the biennial Children in Custody census. 
This report describes various characteristics of over 2,600 
juveniles and young adults held in long-term, state-operated 
institutions. Youth in these facilities are generally more serious 
offenders with longer criminal records.^^^ 

The data included in this report (summaries of the youths' 
criminal histories, family structure, educational background, drug 
and alcohol use, and peer group activities) are particularly helpful 
for designing HIV and other prevention and health-related 
services for juvenile offenders. 

In June 1992, OJJDP plans to consider a proposal to update 
and expand the contents of the Youth in Custody report.^^^ 
Absent more recent data, Table 7 summarizes the extent of 
illegal drug use among youth in long-term state-operated juvenile 
facilities, one of the most dramatic findings of the Youth in 
Custody. 1987 report. 
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Table 7: Illegal Drug Use by Youth In Long-Term State-Operated 
Juvenile Institutions, Year End 1987^'^ 



Type of Drue 


Ever Used Drugs 


Used Repularlv 


Any drug 




\JJ»1. /o 


Marijuana/Hashish 


81.2% 


56.0% 


Cocaine 


46.1% 


21.5% 


Amphetamines 


36.3% 


15.5% 


LSD 


28.9% 


11.9% 


Barbiturates 


27.3% 


8.9% 


PCP 


22.6% 


8.9% 


Quaaludes 


14.6% 


3.0% 


Heroin 


13.0% 


5.2% 



Compared with surveys of high school students, drug use is 
not only more prevalent among incarcerated youth, but also 
begins at an earlier age. Among juvenile offenders who reported 
a history of drug use, the median age at onset was 12 years, with 
nearly one in five reporting drug use before age ten and 82% 
reporting major drug use (including heroin, cocaine, LSD, and 
PCP) before age \6P^ 

Three in four juvenile offenders surveyed reported drinking 
alcohol one or more times per week in the year before 
admission, and nearly half (48%) reported being under the 
influence of either alcohol or othe drugs at the time of their 
current offense. 

Survev of Youth in Custody, 1987 also found that juveniles 
in these institutions had significantly lower levels of education 
than comparable youth in the general population. In the general 
population, 76% of youth ages 15-17 had completed more than 
eight years of school, compared with only 42% of long-term 
juvenile facility residents. Less than 3% of youth in long-term, 
state-operated juvenile facilities were high school graduates.^^ 
Failure to complete high school reduces exposure to school-based 



BJS. 1988. op dt. Uted regularly « used once per week or more for at leut a 
month. 
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AIDS education, and thus increases risk, 

SmaHer Studies Confirm High Rates of Sexual Activity and 
Drug Use. Limited HIV-Related Knowledge Amony Detained and 
Incarcerated Youth 

Although the findings are not easily generalized, several 
studies of institutionalized adolescents provide additional evidence 
that these youth are at increased risk of HIV infection. In 
cooperation with the CDC, the National Commission on 
Correctional Health Care (NCCHC) has implemented a limited 
Youth Risk Behavior Survey in randomly selected juvenile 
facilities in five states, including Massachusetts, New York, 
Tennessee, Texas, and Wisconsin/^ Survey questions cover a 
variety of behaviors, including sexual activity, use of alcohol and 
other substances, violence, and suicide. 

Damon Marquis, Director of Health Education of the 
NCCHC, presented the preliminary results of the study in 
testimony submitted to the Select Committee. His summary of 
the results to date showed that: 

• more than 90% reported having been sexually active; 
more than one-fourth reported having been pregnant 
or impregnating a sexual partner, and nearly six in ten 
(56%) reported not using a condom the last time they 
willingly engaged in sexual intercourse; 

• more than 91% of respondents reported having 
consumed alcohol at least once, with 35% reporting 
having at least one drink of alcohol 100 or more days 
in their life; and, 

• eighty-one percent of youth reported trying marijuana 
and 32% reported trying cocaine in some form, and 9% 
reported injecting drugs.^^^ 

Additional NCCHC findings suggest that suicidal behavior is 
significant among incarcerated youth. Nearly one-third reported 
seriously considering suicide, and one in five actually attempted 
suicide at least once in the previous year. 
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While providing compelling descriptions of many of the risks 
that these youth face, Marquis notes that, since analyses are 
preliminary, findings should not be generalized to all youth in 
juvenile facilities nationwide.^*^^ 

A 1991 study compared AIDS-related knowledge, attitudes, 
and behavior among incarcerated youth with adolescents in 
public schools in San Francisco/^^ While both groups 
demonstrated high levels of general knowledge about the 
transmission of AIDS, incarcerated youth were less likely to have 
information regarding risk-reduction strategies. Among youth 
enrolled in school, 85% correctly identified condom use as a 
means of reducing the risk of HIV transmission, compared with 
three-fourths of incarcerated youth. Moreover, only 62% of 
incarcerated youth (compared with 80% of school youth) 
recognized that sexual abstinence reduces the risk of HTV 
infection. Similarly, only 56% of incarcerated youth identified 
not having sexual partners who use intravenous drugs as a 
strategy to reduce risk of HIV transmission, compared with 72% 
of school youth. Incarcerated youth were significantly more likely 
to perceive themselves as susceptible to infection (69% vs. 
45%). 

Table 8 summarizes the substantial differences in sexual and 
drug-related behaviors between the two study groups. Youth in 
detention had engaged in the highest risk behaviors at more than 
three times the rate of youth enrolled in public school. 
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TaWe 8: Prevalence of Sexual and Drug-Related Behaviors Among 
Detained Youth and Youth EnroUed hi Public Scbooi^^^ 



Behavior 

Proportion Sexually Active 

Number of Sexual Partners 
At Least Three (lifetime) 
At Least Two (Past Ye;*r) 

Percent Reporting Age a* First 
Sexual Intercourse Before 
or Al 12 Years of Age 

Proportion Reporting: 
Consistent Condom Use^'^ 
Use of Intravenous Drng^^^^ 



Enrolled in 
Detention Public School 
fn^ll3) fn=802^ 



99.1% 

84.4% 
72.9% 



52.1% 

28.6% 
12.9% 



28.3% 

15.1% 
8.1% 



25.9% 

37.3% 
3.7% 



These findings are similar to those from a 1988 study which 
compared knowledge and attitudes about AIDS among nearly 
1,600 urban, suburban, gay, and incarcerated youth. This study 
found that incarcerated youth demonstrated signiBcantly poorer 
knowledge about AIDS, lower agreement with health guidelines, 
lower perceived personal threat, lower perceived norms about 
safer sex practices, and lower personal efficacy in avoiding 
infection than the other three groups studied.^^-^ 

Several studies indicate that youth in correctional facilities 
initiate sexual activity earlier than their counterparts in the 
general population, and are more likely to have STDs. Hein, et 
al., found that the average age of first intercourse among females 
in one detention center (n=378) was 12 years.^*^ Virtually all 



Diacmcntc, R J., ct al. "Companion of AIDS Knowledge, Atlitud», and Behaviors 
Among Incarcerated AdokaccnU and a PubUc School Sampk in San Francisco." 
American Journal of Public Health . Vol. 81. No. 5. May 1991. Tabic 3. 

Among sexually active, defined as always using condoms. 

^'"^ Proportion reporting intravcnoua drug uac at Icaac oocc. 
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females in this sample were sexually active. Rates of STDs in 
female juveniles ranged from 6% to 20% in various facilities/*^^ 

In one study of 306 incarcerated male youth, the median age 
of first intercourse was 1 1 years. Ninety-six percent were sexually 
active at the time of the study, 19% reported male/female anal 
sex; 14% had sex with an IV drug user, 11% had a history of 
STDs, and 37% reported never using condoms.^"^^ 

A 1987 study of sexual activity and STDs by the Los Angeles 
County Department of Health Services, which had an average 
daily population of 1,850 minors, reported that 75% of the male 
population was sexually active, with high numbers of sexual 
partners. Three percent of males tested were found to have 
gonorrhea, and 13% had asymptomatic chlamydia. Among 
female^, who represented 12% of the juvenile population, 98% 
were sexually active, 10% were pregnant at the time of the 
examination, 33% had chlamydia, 10% had gonorrhea, and 28% 
had trichomoniasis.^^^ 



High rates of STDs among female offenders illustrate a 
point made by a key informant in a Select Committee survey 
about the special needs of females which are often overlooked 
within the juvenile justice system; 

[We] make a special effort to reach out to girls who have 
often neglected themselves and have a difficult time dealing 
with partners... there is far less resistance on the part of males 
to at least say that using a condom is OlCgirls are afraid to 
even bring the subject up...there is an exceptionally high 
probability that they will be infected by their older partners. 
Sex and babies are powerful ways to feel important to 
someone at least for a short time. The girls get STDs all the 
lime and don*t get treatment/-^^ 

Despite Clear Evidence of High-Risk Behavior, Medical and 
AIDS-Related Services for Juvenile Offenders Are Few and 
L argely Unevaluated 



In 1990, the Council on Scientific Affairs of the American 
Medical Association found that youth who come to correctional 
facilities are a medically underserved population that often arrives 
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with substantial existing physical and emotional problems caused 
by a variety of factors, including past physical or psychosocial 
insults, lifestyle habits, and lack of prior health care.^^^ 

As was noted previously, little is kno>vn about the quality 
and availability of primary and preventive health care to youth 
in custody. Studies indicate, however, that adult inmates are 
more likely than juvenile offenders to receive HIV education.^^ 
A 1988 study found that all adult prison inmates and 
approximately two-thirds of surveyed jail inmates received some 
AIDS education/'^^ In the same year, the American Correctional 
Association (ACA) found that 14 state systems of juvenile 
correction provided no AIDS education for youth, and seven 
provided only staff tz-aining. Of the 29 detention facilities that 
responded to the ACA survey, nine provided no instruction for 
young offenders, and two provided no programming for staff/^^ 

Moreover, the Select Committee is unaware of any 
systematic attempts to evaluate existing HIV prevention and 
related services programs in correctional facilities serving youth. 
This apparent failure is underscored by the lack of baseline data 
about high-risk behavior that is required to inform prevention 
planners. The Director of the National Institute of Justice, 
James Stewart, clarified specific information needs: 

Correctional administrators thus continue to face tough 
decisions about institutional management, the best and most 
equitable means of identifying and treating inmates with HIV 
disease, potential legal issues, and the costs of medical care. 
Policy makers and corrections officials cannot afford to wait 
until medical science produces an ultimate answer. To 
address the problem effectively today, they need the most 
accurate and up-to-date information availabie.^"^"^ 

Approaches that have been shown to be effective in public 
schools may not be useful with juvenile offenders. According to 
Gary Shostak, Director of Health Services for the Massachusetts 
Department of Youth services: 

It's difficult to measure the long-term impact of the 
[prevention] program. ..to know if what matters most is what 
is said, or who said it. It's difficult for adults who have little 
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in common with the youth to translate what they know into 
something the youth take to heart and make sense of for 
themselves. 

One program that appears to have made progress 
overcoming this ''culture gap" between juvenile offenders and 
adult AIDS educators was developed by YouthCare, Inc. for the 
Seattle-King County Department of Public Health. An 
evaluation of this program found that YouthCare's curriculum, 
which includes activities jointly designed by staff and detained 
youth, produced knowledge gains and increased intentions to 
behave safely/'^ Additional suggestions for effective ways to 
involve detained youth in program design have been offered/"^^ 
but not evaluated. 

In the absence of sufQcient data about what works in 
reducing risk in juvenile offenders, an effort has been made to 
develop a general policy for serving these youth based on a 
consensus of experienced providers. The National Commission 
on Correctional Health Care has published standards to assist 
correctional facilities in designing HFV-related procedures. These 
standards include recommendations in the following policy areas: 
education and counseling; prevention; HIV-antibody testing and 
counseling; confidentiality; nondiscrimination/segregation in 
housing; and practice of universal precautions.^^^ 

Barriers to provision of AIDS services to juvenile offenders 
have also been identified by the NCCHC. These range from 
fear of contagion to inadequate agency fwlicy. Suggestions for 
overcoming these barriers are NCCHC's Health Education 
Curriculum for Incarcerated Youth: Training Manual, and 
include, for example, networking with agencies experienced with 
HIV/AIDS Issues and becoming educated about current health 
matters/^'^ 

Incarceration and Detention Present Unique Opportunities for 
Providing Prevention and Services to Hard-to^Reach Youth 

Despite the challenges enumerated above, the period of 
incarceration or detention offers an important opportunity to 
provide medical assistance, including HIV prevention services, to 
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troubled youth. In testimony submitted to the Select Committee, 
Marquis observed: 

Many of these youth have not received the benefit of 
conventional health educational resources because they were 
out of school and/or homeless and/or runaways prior to being 
placed in juvenile facilities. For others, this may be the only 
time a proactive health education program is offered in any 
setting. This is an excellent opportunity to provide the youth 
with the information and resources necessary to make vital 
behavior changes.^"^ 

Thus, child welfare and epidemiological considerations 
converge to emphasize the critical importance of addressing the 
HIV prevention and other health care needs of detained and 
incarcerated youth. 

HIV-RELATED NEEDS OF YOUTH IN FOSTER CARE 

There are no reliable estimates of the prevalence of HIV 
among adolescents in foster care. Because states vary 
considerably in their collection and reporting of data on children 
in foster care, and no central. Federal data collection system 
exists, little is known about the adolescents who are placed in 
out-of-home care. In its 1990 report No Place to Call Home: 
Discarded Children in America, the Select Committee found that 
foster care data collection requires significant improvement.^"^^ 

Various studies indicate that youth in foster care are at 
increased risk of unprotected sexual activity and alcohol and 
other drug use; however, these youth rarely have access to HIV 
prevention curricula or related services. Barriers to providing 
HIV prevention and services to youth in foster care include lack 
of placements, funding and liability issues, and confusion about 
who should provide HIV-related services. 

The Extent of HIV Among Youth in Foster Care May Be 
Underestimated 

The most recent estimate of the number of HIV-infected 
children in foster care is based on 1989 data collected by DHHS. 
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DHHS found that more than 800 children with HIV had been 
placed in foster care homes. However, the number of 
adolescents within this population was not estimated/^^ Child 
welfare and related agencies do not conduct routine HIV testing 
and have minimal knowledge of the HTV infection status of 
adolescents in their care. Only infants and children exposed to 
HTV through maternal infection, sexual abuse by an infected 
adult, or blood transfusion, or adolescents with a known risk 
factor such as injected drug use, are typically tested.^^^ 

Adolescents in Foster Care Engage in Risky Behavior That May 
Lead to HIV Infection 

While data are incomplete, it appears that many youth in 
foster care react to the stress and discontinuity of out-of-home 
placement by exhibiting behavior that can increase exposure to 
HIV. A survey conducted in the Midwest indicates that child- 
welfare clients have high rates of premarital sexual activity and 
low rates of contraceptive use, suggesting a high risk of HIV 
infection.^^^ Among females ages 13-18, child welfare clients 
were 50% more likely to report having had sex than females from 
a national sample. This study also found that females in the 
foster care system reported a history of pregnancy twice as often, 
were less knowledgeable about birth control and sexuality than 
similar females who were living at home, and that 48% had 
experienced some form of sexual abuse/-^*^ (See "Considerations 
for Serving Youth Who Have Been Sexually Abused" in this 
chapter for further analysis of these issues.) 

Many youth enter the foster care system because they have 
run away. Once placed, these youth may be more likely to run 
away than young people who live with their natural parents/^^ 
(See "HFV-Related Needs of Runaway and Homeless Youth" in 
this chapter for further analysis of these issues.) 

Most adolescents leave the foster care system via 
"emancipation," i.e., they reach an age beyond which the state no 
longer offers services. Little is known about where these 
adolescents go ufX)n leaving the foster care systcm,^^^ or about 
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their continued risk of HIV infection, but preliminary findings are 
alarming. 

Under contract with DHHS, Westat, Inc. studied the needs 
of youth emancipated from the foster care system and found that 
17 percent had drug abuse problems and nine percent had some 
other unspecified health problem. Seventeen percent of the 
females were pregnant/^^ 

Barriers to HIV Prevention for Youth in the Foster Care System 
Few Foster Placements Available for Teens 

Of the 340,000 individuals thought to be in foster care on 
a given day in 1988, 36.5% were over the age of 13.^^^ 
Preliminary projections indicate that the foster care population 
exceeded 400,000 in 1990/^ Despite the fact that more than 
100,000 teens needed foster care placement in 1988, the numbers 
of available placements for this group have continued to 
decline.^^^ According to the Child Welfare League of America 
(CWLA), Vorkers report greatest difficulty finding placements 
for teenagers because foster parents are uncomfortable with 
having sexually active teens in their homes."^^ In addition, the 
foster care system allocates most of its severely limited resources 
towards protection and placement of infants and young children; 
compared with adolescents, young children are seen as less able 
to escape abuse or to care for themselves/^^ 

It is especially difficult to find foster families willing and able 
to cope with the health care needs of adolescents who are 
infected with HTV. In the case of one young man diagnosed 
with AIDS, a local social service agency contacted over 200 
different organizations before finding a placement^^^ 
Subsequently, the same agency (Professional Parenting of North 
Carolina) found placements for two infants with AIDS and 
concluded: 

We would offer that the difficulty an agency faces in placing 
teens with AIDS is far greater than that of placing and 
managing infected toddlers...it is that teens...evoke realistic 
fears concerning sex and drugs, and, because of their relative 
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mobility, they also inherently present far greater monitoring 
and management complexities/^ 

Adults seeking to become foster parents of children with 
HIV infection are screened carefully and undergo special 
counseling and education. Service agencies and advocacy 
organizations have developed recruitment took to educate 
potential foster parents about HIV disease and about the care 
of children who have HIV-infection or AIDS. To date, however, 
federally funded efforts have targeted infant placement.^^ 

Funding and Liability Issues Startii^ to Emerge 

Families willing to provide foster care for HIV-infected youth 
face serious problems with reimbursement. Foster care payments 
are insu^icient and delayed, even for children without special 
medical needs/^^ and the situation is further complicateii for 
teenagers who, as a group, have inadequate access to appropriate 
medical services.^^ 

Tlie Medicaid program is the primary means for paying the 
costs of health care for children with HIV disease or AIDS who 
are in the child welfare system. However, states have 
considerable discretion regarding the content and coverage of 
their Medicaid plans. Certain drugs and procedures, for example, 
may or may not be covered by states.^**^ (See Chapter IV.) 

Child welfare experts report that progress in the 
development of policy specifically relevant to AIDS has been 
made in some states. By 1988, at least 21 states had begun to 
develop adoption and foster care policies for children with 
AIDS.^^ By July 1989, 18 states had established higher 
reimbursement rates for foster children who are HIV infected or 
who have AIDS (AR, CA, CT, DE, FL, GA, ID, KY, ME, MD, 
NE, NJ, NM, NY, RI, SC, TN, WV)J^ 

According to CWLA state foster care agencies most 
frequently request assistance and training related to policy 



recommendations and standards for HIV-infected individuals.^ 
Existing state policies often only address issues of sex education 
rather than HTV prevention, while HlV-specific policies most 
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often address issues related to infection control, confidentiality, 
HIV testing, rules for foster care placement, adoption, group 
care, and staff and foster parent training. Arizona, however, has 
developed a more extensive policy that includes the provision of 
^'age appropriate** client education services that address both 
sexuality and infection control procedures/^^ 

The most pressing liability issues for child welfare 
departments involve testing for antibodies to HTV and disclosure 
of HIV status/^^ State policies for children and youth in state 
care are typically patterned after those designed to protect adults 
from discrimination/^^ Some child welfare advocates argue 
however, that more flexible standards would be appropriate for 
children and youth.^^^ Because the issues around "need to know" 
depend to some extent on the age of the child, it may not be 
advisable to have uniform policies that address children and 
youth/^^ 

Confidentiality issues involve both foster care and other 
"third party" adults, including school officials and other service 
providers. For example, many child welfare advocates fear that 
the secrecy surrounding the HIV status of children may adversely 
affect decision-making about health care and impede recruitment 
efforts for foster care and adoptive parents.-^^*^ In cases when 
HIV-infected children are asymptomatic, the foster parents' need 
to know def>ends on their resp>onsibilities for the health and 
protection of children in their care. For example, the foster 
parent may not need to know the HIV status of the child or 
adolescent if the placement is short term and the youth does not 
require medical or other services during that time.^^ 

While questions remain, most public agency adoption and 
foster care specialists believe that state regulations and policies 
implemented to date afford sufficient flexibility to allow for 
communication of necessary information to those with a 
legitimate need to know.^^^ 

Confusion About Responsibility for AIDS-Related Education 
Remains Widespread 

Despite the evidence that children in foster care may be at 
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very high risk of unintended pregnancy and sexually transmitted 
diseases, states fail to maintain the records necessary to plan for 
family planning and educational services. For example, in 1987, 
no state knew the number of adolescents in foster care who had 
become pregnant while in the state's custody/''^ 

Since adolescents in foster care frequently move from 
placement to placement, they often find themselves in new 
communities where they have no close ties with service providers 
or other caregivers. Teens in new foster homes may not feel 
comfortable enough to seek advice actively, especially advice 
about sexuality and other behaviors associated with HIV risk.^^^ 

There is little agreement about who has the right, 
responsibility, or obligation to talk to teens in foster care about 
sex, drugs and AIDS. Is it the responsibility of foster parents, 
caseworkers, the school system, or the biological parents?^*^ 

One study conducted in Wisconsin found that 48% of foster 
homes, 32% of group homes, and 21% of other child-caring 
institutions were unclear about their legal right to provide birth 
control information without parental consent.^^^ Two-thirds of 
caseworkers sui-veyed in this study believed that providing birth 
control information to teens in their care was the responsibility 
of foster parents rather than their own. At the same time, few 
foster parents (less than 25%) spoke to their sexually active teens 
directly about sexual issues or referred them to a physician or 
family planning provider. Others argue that the responsibility for 
providing sexuality education and advice about family planning to 
adolescents in foster care continues to rest with the biological 
parents, even when the child has been removed from that 
home.^*^ 

Because of the ambiguity of relevant policy, and because 
adults tend to be uncomfortable talking to teens about sexuality, 
HIV/AIDS education for children in foster care is haphazard at 
best. Anecdotal information collected from child welfare 
administrators in the early 1980s indicated that few agency leaders 
had given adequate consideration to Iheir responsibility to ensure 
the provision of sexual guidance to youth in their care/*^ In 
1986, researchers surveyed foster care administrators in 48 states 
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about their sex education and family planning services and found 
that virtually no state had dealt with these issues in a 
comprehensive manner. Only nine states had any formal written 
policy concerning sex education for foster care clients. Twenty- 
nine states offered special training in teen sexuality to foster care 
parents, but only five mandated that parents actually receive it 
Nineteen states offered this training to their caseworkers, but it 
was mandated in only four states.^^^ 

In the overburdened foster care system, controversial topics 
are often ignored until a problem arises. For example, 
discussions about a foster child's sexuality are often avoided until 
after she or he has become sexually active.^^ Similarly, according 
to CWLA, the foster care system neglects HIV prevention. 
Although CWLA guidelines recommend training for all foster 
parents, group home staff, and adolescents in care, HIV 
education is too often provided only when clients or family 
members are infected.^^"" 



Needs of Gay and Lesbian Youth and the Role of Males in 
Prevention Efforts Often Ignored in Foster Care System 

There is no accurate information about how many gay and 
lesbian youth are in foster care, but special challenges attendant 
to provision of services to this group have been noted. "Gay and 
lesbian youth are often not placeable. The few who find 
placement are often sent back. We want to provide a safe place 
for them, where their sexuality won't be an issue/^^ Despite the 
shortage of placement settings, exacerbated in the instance of 
HIV-infected gay youth, many agencies do not allow homosexual 
adults to become foster parents.^^ 

In addition, the few prevention efforts currently underway in 
the foster care system are aimed almost exclusively at young 
women.^^ As noted by J. Burt Annin of CWLA, the sexuality 
education needs of males are largely ignored, perhaps as a 
function of a widespread lack of male leadership in child welfare, 
or of the perception that females bear the responsibility of sexual 
activity in the case of pregnancy, or of homophobia.^^^ 
Whatever the cause, such a service shortfall ignores the risk of 
contracting HIV and other sexually transmitted diseases faced by 
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males in foster care. 

Guidelines for HIV/AIDS Education for Foster Care Clients 
Exist 

Some counties have developed programs to address teen 
sexuality and HIV-related issues of foster care clients. For 
example, Family and Children's Services of Chattanooga, 
Tennessee, received a grant from the Hamilton County Health 
Department to provide sexuality education services for 
"unadoptable teens" living in group homes. Several three-day 
courses were held on topics including: teen pregnancy, 
negotiation skills, human anatomy, STDs, and HIV/AIDS.^^^ 

The Institute for the Study of Children and Families at 
Eastern Michigan University, under a grant from the DHHS has 
published national guidelines for HIV/AIDS and sexuality 
education of adolescents in foster care. The guidelines are a 
module of a larger independent living skills curriculum entitled 
Choices and Consequences . They include a hands-on workbook 
designed to be completed by the adolescents and their parents or 
caregivers, and deal with topics ranging from choosing to 
postpone sexual relations to homosexuality. By July 1991, 
Choices and Consequences had been disseminated to agencies in 
32 states.^^-^ 

Another model curriculum, the Safe Choices Guide produced 
by the National Network of Runaway and Youth Services, 
include:^ a unit to train foster parents about educating young 
people ir; their care regarding AIDS and HIV prevention.^^ The 
unit describes foster parents' responsibilities to provide this kind 
of inforraation, addresses how parents can be effective AIDS 
educators, and discusses the needs of foster families who care for 
HIV-in(ected youth. 

/\dditional information for families and other caregivers is 
available in Initial Guidelines and Meeting the Challenge of HIV 
Infer.tion in Family Foster Care published by the Child Welfare 
League of America.^^-^ 
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Role of the Federal Government Limited to Bas te Child Welfare 
Services, Ignores Needs of Teens fo r HIV Prevention and 
Services 

Child welfare services are provided through state, local and 
private agencies, with Federal Government support accounting for 
an estimated 40% of the total costs of the child welfare 
system/^ Federal support for child welfare services is primarily 
authorized by Title IV-B (child welfare services) and Title IV-E 
(foster care and adoption assistance) of the vSocial Security Act 
Because of minimal reporting requirements, there are no specific 
data on the services provided by the states under Title IV-B. 
Title IV-E provides maintenance payments to be used for food, 
shelter, clothing, daily supervision, school supplies, personal 
incidentals, liability insurance for the child, and reasonable travel 
to the child's home for visits. In addition, the Social Services 
Block Grant under Title XX of the Social Security Act provides 
some financial assistance although specific activities are not 
reported/^''' 

The Abandoned Infants Assistance Act is another Federal 
effort established to respond to the problems associated with 
substance-abusing parents, and the increase in the number of 
boarder babies in hospitals, particularly, those vnth AIDS. 
Although the program recruits and trains foster families for these 
infants and young children, it is not required by law to include 
services for adolescents. 

While beyond the scope of this report, reforms needed in 
the foster care system as a whole have been detailed in a 1990 
publication of the Select Committee entitled: No Place to Call 
Home: Discarded Children in America . Specific Federal policy 
recommendations have been offered by the Child Welfare League 
of America, and are appended to the League's aforementioned 
guidelines. 

E, HIV-RELATED NEEDS OF YOUTH ALREADY USING 
AIX:OHOL AND OTHER DRUGS 

HIV-related drug behavior in youth encompasses more than 
intravenous (IV) drug use. While IV drug use can transmit HIV 
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directly, the use of other drugs may increase the likelihood of 
unsafe sexual behaviors by lowering inhibitions, and adversely 
altering judgment/^^ Moreover, some drug-using adolescents 
exchange sex for drugs. Frequently, their partners are drug users 
and drug dealers who have had multiple sex partners and who are 
at high risk of having been exposed to HIV/^ 

Model demonstration drug prevention programs illustrate that 
in order to have a positive impact on adolescent drug use, an 
education program needs to be incorporated into a 
comprehensive program that encompasses peer pressure 
resistance, parental and community involvement, and media 
participation. 

Little effort has been expended to include the increased risk 
of HTV exposure with drug use in school-based prevention 
curricula. Instead, HIV//JDS education, when provided, is 
usually taught separately. Moreover, many HIV prevention 
classes focus only on the dissemination of information, and few 
mention the fact that use of alcohol and other drugs can increase 
a teen's risk for HIV exposure. 

For teens who are drug users, barriers to treatment 
(including a critical shortage of treatment programs and too few 
school-based early intervention programs) impede efforts to 
reduce high-risk behaviors for both drug use and HIV. 
Moreover, little is known about the effectiveness of drug 
treatment in the elimination of drug use. 

Behaviors That Place Drug-Using Teens at Risk of HIV 

Injecting Drug Use 

In roughly one in eight diagnosed AIDS cases among teens, 
injecting drug use (IDU)^"-^ has been implicated as a risk 



Because HIV can be transmitted by injecting drugs under the sicin or into muscle, 
i.e. with heroin use and steroid use, CDC recently changed its terminology for AIDS 
case reporting from "intravenous drug user^ to "injecting drug user." In this report, 
when citing data reported as intravenous drug use, the original terminology is 
mainuincd. (CDC. HIV/AIDS Prevention Newsletter Vol.2. No.2. October 1991.) 
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factor.^ Among females ages 13-19 who have been diagno^ 
with AIDS, 28% of the cases are related to injecting drug use. 
The widely prevalent ritual of sharing apparatus to inject illicit 
drugs appears to be the central vector of transmission; a National 
Academy of Sciences report found that sharing needles and 
"works" is most common at the earliest sUges of IV drug use. 
Although most drug use among teens does not invcWe injection, 
10% of those in drug abuse treatment programs who reported IV 
drug use during the previous year were ags 21 or younger.^^ 

While drug use declined overall from 1985-1991, data from 
the National Household Survey conducted by the National 
Institute on Drug Abuse (NIDA) show that in 1991, 
approximately 1% of youth ages 12-17 and 2.3% of young adults 
ages 18-25 have injected illicit drugs.^ In a large national 
secondary school survey, two percent of students ages 13-18 
reported having ever shared needles.^^ In both the National 
Household Survey and the secondary school survey, males were 
twice as likely as females to engage in this HIV-related drug 
behavior. Racial and ethnic differences in adolescent drug 
injection behavior are not substantial. Youth who do not 
complete high school and those who live in metropolitan areas 
use rV drugs at significantly higher rates than others in their age 
groups.^'"' 

Even higher estimates of injectable drug use come from the 
most recent NIDA High School Senior Survey.^ Of the 
respondents in this large study, 2.9% reported the use of steroids 
(which are injected by 99% of users), and 1.3% reported heroin 
use. Additional injection-based risk is suggested by the non-crack 
cocaine use reported in the Senior Survey (9.4%). This figure 
closely parallels the estimate generated by the CDC's Youth Risk 
Behavior Survey estimate (9.3% of seniors).^*** However, neither 
of these sources analyzed the proportion of reported cocaine use 
that actually involved injection, and cocaine can be ingested in 
other ways. 

Crack Cocaine Use 

More than three in one hundred high school seniors report 
having used crack, and use of this drug is likely to be more 
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prevalent among out-of-school youth. Crack use is believed to 
play an important role in fueling the HTV epidemic.^ As 
described in Chapter I, one study of 13-19 year old African- 
American crack users in San Francisco and Oakland found that 
96% were sexually active, 51% engaged in sexual activity while 
high on crack, and 25% of both males and females exchanged 
sexual favors for drugs or money.^^^ The risk of unsafe sexual 
practices under such conditions is considerable; it is highly 
unlikely that the HIV serostatus, sex history, or drug habits of a 
partner would be known, and rare that condoms would be used 
In this study, only 26% of males and 18% of females reported 
the use of condoms during their most recent sexual encounter.^^^ 

Alcohol Ck)nsumpHon 

According to NlDA*s 1990 High School Senior Survey, more 
than 90% of all American high school seniors have tried 
alcohoL^^^ The majority of students took their first drink before 
they were 13 years old. A 1991 national survey of junior and 
senior high school students conducted by the OEBce of the 
Inspector Genera! found that the average student who drinks is 
16 years old and in the 10th grade.^^^ More importantly, one in 
every three students reported drinking weekly, and one in four 
students had experienced a *T:>inge** of five or more drinks in a 
row in the month prior to the survey. It is clear from these data 
that many adolescents not only drink, but do so frequently and 
excessively. 

Alcohol facilitates unsafe sexual behaviors.^^^ In a 
Massachusetts survey of youth ages 16-19, sexually active teens 
who drank were significantly less likely to use condpms.^^*^ 
Moreover, 16% of teens who had sex after drinking used 
condoms less often after drinkin-^. than when they had sex without 
drinking alcohol 

Barriers to Treatment for Drug Using Teens Remain 

The initial identification of an adolescent with a drug-use 
problem is usually made by family and friends. Because most 
adolescents spend a large part of their day in school, teachers 
and peers may be the first to recognize an emerging problem. 
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Thus, school-based programs for the identification and referral of 
adolescent drug users and those at high risk for drug abuse seem 
to hold promise.^^'* Student assistance programs, which are 
modeled on employee assistance programs, provide an example of 
school-based early intervention services including identification of 
students with problems, referral to other services in the 
community and, in some cases, the use of peer or guidance 
counselors already involved with other school programs. In 
many communities, student assistance programs are one of the 
few drug abuse intervention programs avaUable to economically 
disadvantaged students .^^^ Many school systems view substance 
abuse as a health problem which is not germane to education, 
and often are reluctant to become involved.^^' In addition, 
students vnth drug problems may be unwilling to^seek school- 
based services if they fear suspension for drug use. 

Another barrier to providing drug treatment for adolescents 
is the lack of valid assessment tools to identify which adolescents 
need treatment, and, if treatment is needed, what is appropriate. 
NIDA recently developed a comprehensive assessment and 
referral manual for adolescents which is undergoing further 
testing.^^^ 

Severe Shortages of Drug, Alcohol, and Methadone Treatment 
Programs for Teens Impede Successful HIV Prevention 

There is a dire shortage of drug abuse treatment services 
for teens. The National Association of State Alcohol and Drug 
Abuse Directors have identified adolescents as the age group 
most in need of additional service slots.^^^ Suwey data from 
1989 showed that at least 1,600,000 adolescents in the U.S. 
needed treatment for alc-yol and drug abuse; however only 
123,500 received it that year.^^ 

Becau<;f there are few drug treatment programs specifically 
for adolescents, youth seldom receive drug abuse treatment in 
age-appropriate settings. Typically, teens are placed in treatment 
programs designed for adults or intended for younger children. 
Only 15% of adolescents being treated for alcohol use problems 
are in an adolescent-tailored treatment program, while nearly 
25% are in treatment programs in which more than 90% of the 
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treatment population is adults.^^ 

Among adult IV drug users, methadone treatment programs 
have been an effective strategy in reducing the spread of HIV.^^ 
Methadone treatment involves the substitution of an orally 
administered synthetic narcotic for IV heroin. For this reason, 
admission to methadone treatment programs is usually limited to 
IV drug users who have failed other treatment modalities.^^ 
Although the use of methadone by adolescent IV drug users may 
be problematic because of legal and financial barriers, public 
health concerns could be well served by targeting this group. 
New IV drug users are the most likely group to share needles, 
and HTV seroprevalence is lowest among IV drug users who have 
been using injectable drugs for less than five years.^^ 

The Effec tiveness of Adolescent Treatment Programs Remains 
Uncertain 

As noted above, drug and alcohol use plays a major role in 
the transmission of HTV infection among adolescents. For this 
reason, the availability of age-appropriate, effective drug 
treatment programs is a cornerstone in the prevention of 
adolescent HIV infection. Controversy exists regarding when and 
if an adolescent requires treatment for drug abuse, the efficacy 
and effectiveness of various kinds of treatment, the length of 
treatment and the type of treatment setting.-^^ In 1990, a 
National Academy of Science committee study on drug treatment 
concluded that little was known about drug treatment 
effectiveness for adolescents, and recommended that drug 
treatment of adolescents be studied intensively.^^ 

Available drug abuse treatment services include self-help 
groups, outpatient treatment, residential treatment and inpatient 
treatment. Self-help groups and outpatient treatment are usually 
targeted at teens who are highly motivated and who have either 
successfully completed an inpatient or residential treatment 
program, or have not received prior treatment. Strategies may 
include education, counseling, social skills development, 
psychotherapy, family therapy and self-help. Residential and 
inpatient treatment programs typically serve teens who are less 
motivated and have not responded to outpatient therapy. In 
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addition to the strategies offered in outpatient treatment, th^ 
programs offer a therapeutic environment and daily supervision. 

The effectiveness of drug treatment requires further study. 
Specifically, definitive research is needed to determine when 
outpatient or inpatient treatment is most effective.^^ Two large 
studies in which inpatient and outpatient treatments were 
compared resulted in contradictory results.^^ A study of 
delinquent and drug abusing teens randomly assigned to inpatient 
or outpatient treatment noted similar improvement in behavior in 
both groups.^-^ In most studies, short-term gains are reported, 
but sustained abstinence has not been clearly demonstrated.^^ 

Existin2 Programs for Dnig and HIV Preventioa Still Few. But 
Expanding 

Lar^t Federal Effort, Drug Free Schools, Fails to Mention 
Drug Link to HIV Risk 

The largest federally funded drug prevention program for 
youth is the Drug Free Schools program mandated in every state 
(P,L.99-570). As a condition of eligibility for Federal funds, local 
educational agencies must certify that they have adopted and 
implemented a firm drug policy (P.L.101-226). The Drug Free 
Schools and Communities Act Amendments of 1989 state that, at 
a minimum, a prevention program must convey to the students 
that the use of illicit drugs and the unlawful possession and use 
of alcohol is wrong and harmful; include standards of conduct 
that clearly prohibit the unlawful possession, use, or distribution 
of illicit drugs and alcohol by students on school premises or as 
a part of any school activities; and include a clear statement that 
sanctions will be imposed on students who violate the standards 
of conduct.^^^ 

The Department of Education's interpretation of the statute 
is that schools should adopt a "no-use" policy.^-^^ As a result, the 
Department of Education has refused requests to include 
information regarding I^IV-related risk behaviors in their drug 
prevention curriculum, despite leeway in the statute and the 
encouragement of the Office of Substance Abuse Prevention to 
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do so. By emphasizing a "no use" policy, schools may alienate 
many students already involved with drugs, particularly alcohol. 
Goodstadt noted that a "no use** approach ignores the realities 
of use.^ For adolescents already using alcohol and other drugs, 
setting intermediate goals that reduce use as a first step toward 
ultimately eliminating drug use may be more appropriate.*^^ 

To date, there are no data to show that the Drug-Free 
School Programs are effective in reducing the frequency with 
which adolescents use dnigs.^^ 

State and Local Resources for Comprehensive Approaches 
Limited 

By June 1991, 31 states and the District of Columbia had 
mandated AIDS education in the public schools.^'^^ Because local 
communities determine the content and scope of the school 
curriculum, there is no standard format for the delivery of HIV 
education and associated high-risk behaviors. In fact, a review of 
18 AIDS curricula by CDC staff showed that the majority of 
programs were only one-hour or one-class in duration, and few 
(fopr of 18) emphasized that specific behaviors, including 
injecting drugs, place an individual at risk for AIDS.^^^ To be 
most effective in deterring or changing high-risk behaviors, 
education about HTV and associated high-risk behaviors needs to 
be taught within a comprehensive health or family life 
curriculum.^^-^ Currently, only 19 states require that HIV 
education be taught in this manner.-^"^ 

Preliminary Results of Programs for Out-ofSchool Youth 
Promising 

Agencies have begun developing programs to provide 
comprehensive and appropriate information on HIV to teens who 
have dropped out of school.^^^ In addition, NIDA sponsors a 
number of demonstration projects designed to provide HIV 
education and risk reduction interventions to injecting drug users, 
including adolescents, who are not in drug treatment programs. 
Preliminary data on adult FV drug users served by these 
demonstration projects show a reduction in unsafe sexual and 
drug use practices.^^ Data on adolescents have yet to be 
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analyzed. 

Few Model Alcohol and Other Drug Prevention Programs Exi st 

No single intervention has proved effective in preventing 
drug abuse. The most promising strategies are peer education/ 
training programs and,' for high-risk youth, programs that provide 
alternatives to drug use such as community activities, remedial 
tutoring; and individual skill building activities.-^ Researchers 
emphasize that an effective program requires a comprehensive 
community effort that targets many of the major social influences 
on youth, including school, parents, community organizations and 
the media.^^ 

An example of a comprehensive drug prevention program k 
Project STAR (Students Taught Awareness and Resistance). 
The program, which serves students in the Kansas City 
metropolitan area schools, supplements training in peer pressure 
resistance skills with parental involvement, parent-child 
communications training, involving community leaders in the 
organization of a drug abuse prevention task force, and mass 
media programming of drug prevention. The school-based 
educational component is taught to sixth and seventh grade 
students, and booster sessions are provided annually through 
grade 12. Results at one and two years among students from a 
wide variety of socioeconomic and drug risk groups show that 
the expected increase in alcohol and marijuana use was reduced 
by 20% and 30% respectively. The frequency of other drug use 
was not evaluated. 

Project I-STAR (Indiana Students Taught Awareness and 
Resistance) in Indianapolis is modeled closely on Project STAR. 
Based on the early evaluations of Project STAR, the Indiana 
curriculum includes three additional lessons about alcohol as a 
drug. Preliminary evaluation data from I-STAR indicate that 
students who did not participate in the program were 21% more 
likely to increase their use of alcohol and 25% more likely to 
increase their use of marijuana than students who did participate 
in the program.^^ 
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F- HIV-RELATE D NEEDS OF RACIAL AND ETHNIC 
MINORITY ADOLESCENTS 

Like adults, racial and ethnic minority adolescents are at a 
disproportionately higher risk of AIDS than their white peers. 
What is known about risk behaviors, attitudes and beliefs of 
minority adolescents suggests that special preventive interventions 
targeting this group are urgently needed. Such interventions 
must be culturally competent, cognizant of special geographic and 
economic barriers to serving minorit>' youth, and continually 
refined by feedback from the target population.^^^ Evaluation 
of the effectiveness of promising preventive programs for minority 
adolescents is long overdue. 

Seventy Percent of Fem ale Adolescents with AIDS Are Minority. 
Modes of HIV Transmission Same for White and Racial and 
Ethnic Minority Youth 

As detailed in Chapter I, the pattern of AIDS cases among 
youth is different from the adult pattem.^^ A key difference is 
the greater proportion of minority cases among those ages 13-24. 
While for adults (over age 25) the majority of reported AIDS 
cases (by the end of 1991) were among non-Hispanic whites 
(55%), the majority of AIDS cases reported in those ages 20-24 
have been among racial and ethnic minority youth (55%). An 
even larger proportion (58%) of AIDS cases have been diagnosed 
among minority youth ages 13-19. 

A closer examination of AIDS case data for youth ages 13- 
19 reveals that among females with AIDS, 71% are minority, as 
shown in Table 9. 
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Table 9: AIDS Cases Among Youth Ages 13-19 by Racc^Ettmldty 
Through 1991^^^ 



Race/Ethnidtv 
White 

Other Racc«/Ethnidtic»: 
African American 
Hitpttnic 
AsianyPac Ulaod 
Native American/ 
AK Native 



Males 

# £2^ 

271 (47%) 



175 
119 

7 
5 



(30%) 
(21%) 
(1%) 
(1%) 



Females 
# 

61 (29%) 



117 
32 
1 
1 



(55%) 
(15%) 
(<1%) 
(<1%) 



Total 

# m 

332 (42%) 

292 (37%) 

151 (19%) 

8 ( 1%) 

6 ( 1%) 



All 



577 (100%) 212 (100%) 789 (100%) 



As described previousiy, young adults and teens are more 
likely to have contracted ATOS through heterosexual transmission 
or contaminated blood than are those over age 25. They are less 
likely than adults to have been infected as a result of homosexual 
activity. Among youth ages 13-19, three cases of AIDS are 
reported in males for each case in females, a much lower ratio 
than in adults (roughly 9 men to 1 woman).^ 

Tables 10 and 11 describe the modes of HIV transmission 
among teens in greater detail than was presented in Chapter I of 
this report and highlight differences by gender and racial and 
ethnic groups. 



Special data request prepared by Reporting and Analysis Section, SurvcilUnce 
Branch, Centcn for Disease Control. January 13, 1992, 
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Unlike racial dif)Lerences in transmission patterns observed in 
adults, an examination of transmission routes as they vary by race 
and ethnic group among teens reveals only one marked difference 
— white males are more likely to be infected as a result of 
hemophilia. If hemophilia is excluded from the list of 
transmission vectors, percentages of white and minority youth 
infected by drug use and same-gender sexual activity are very 
similar, especially among males. (See Table 12.) 
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Information on Prevalence of HIV, Hl£h-Risk Sexual Behavior 
Shows Minority Youth to Be at Increased Risk 

No national prevalence data exist regarding HIV infection in 
adolescents; however, data on military recruits and Job Corps 
applicants suggest that racial and ethnic minority youth, 
particularly African-American youth, are infected at signiGcantly 
higher rates than white youth. (See Chapter 1.) This increased 
risk parallels high rates of risky sexual behavior among African- 
American teens. As noted by the Office of Technology 
Assessment: 

There are significant differences t)etween black and white 
adolescents in sexual activity, pregnancy, abortion, and 
childbearing rates. Black adolescents, many of whom are 
from soc>o-€conomically disadvantaged families, tend to 
initiate sexual activity at an earlier age, are less likely to use 
contraceptives, are more likely to experience out-of-wedlock 
births, and are less likely to have an abortion. Researchers 
disagree on the relative importance of socioeconomic status 
and other factors in accounting for these racial differences.^-^ 

According to one expert, all minority adolescent groups 
(African-American, Latino, Asian/Pacific Islander, and Native 
American) have higher rates of adolescent AIDS than whites.^^ 
In addition, white teens have a lower incidence of gonorrhea, 
syphilis, and genital herpes than African-American adolescents, 
the result of the same unprotected sexual activity that transmits 
HIV infection.-^^^ 

Similarly, while the percentage of African-American and 
Hispanic youth that have ever used illicit drugs is smaller than 
that of v'hite youth, indicators of heavy use show that both males 
and females from these minority groups are at increased risk. 
Compared with white youth, more African-American and Hispanic 
adolescents and young adults have used cocaine, crack and 
needles in the last month.^^ (See "HIV-Related Needs of Youth 
Already Using Alcohol or Other Drugs" in this chapter for 
further analysis of these issues.) 

As noted above, studies of condom use in African-American 
teens have repeatedly shown that their usage is lower than that 
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of white adolescents. However, when one recent study of 403 
San Francisco teens controlled for the number of sexual partners 
and the perceived costs and benefits of condoms, no raciaUethnic 
differences in condom use were observed." 

Less is known about sexual and drug-related behaviors in 
youth from other racial and ethnic minority populations. 
However, one recent study of over 14.000 rural Native Amencan 
students in grades 7-12 found that 35% of ma^ and 27% of 
females reported having had sexual intercourse. By grade lA 
65% of males and 57% of females reported bemg sexually 
experienced. Rates of contraceptive use were low among tho^ 
students who were sexually active. Among students m grades 7- 
9 36% of males and 57% of females reported usmg nQ method 
of contraception. By grades 10-12, 25% of sexually active males 
and 39% of sexually active females still reported no 
contraception. Among sexually experienced youth who did use 
contraceptives, 49% of males and 24% of females reported using 
only condoms.^^ 

K7 :«oritv Teens How HIV Is ■ rans mitted But Have 

MisconceP««ns About How f" Pmtgft Themselves 

Culturally "universal" solutions ignore emerging evidence that 
HIV prevention efforts have not been as effective with minority 
youth as with whites. Ethnic and racial differences in knowledge, 
attitudes, beliefs and behavion relevant to risk of HIV infection 
have been documented, both between and within racial and 
ethnic groups. As outlined below, researchers have come to 
different conclusions about whether levels of general AlDb 
knowledge vary by race and ethnicity, but several experts have 
shown that certain dangerous misconceplions, attitudes and 
behaviors are more typical of minority youth. 

A study conducted in San Francisco in 1985 found that white 
adolescents were more knowledgeable t\vin African-Ajnerican 
youth about the cause, transmission, a.nd prevention of A1U;>. 
Both white and African-American teens knew more than Latino 
youth African-American and Latino adolescents were twice as 
likely as white adolesccn to have misconceptions about casual 
transmission. African-American and UHno youth in this sample 
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felt they were at greater risk than white respondents.-^''^ 

By contrast, a study conducted in New York City in 1988 
found that more than two-thirds of a sample of African-American 
and Hispanic teens had accurate information about HIV 
transmission. Unlike previous findings, this study revealed no 
-.Iference between African Americans and Hispanics in 
taiowledge. However, as shown in previous research, most of 
these adolescents harbored misconceptions about risk reduction 
(e.g., only 34% believed that abstinence reduced risk and 79% 
MDS)^^^^^ contraceptives provided some protection from 

ATT.^'^'"!'^ '^"^'^ of J^owledge about HIV infection and 
AIDS have been found in African-American female adolescents 
ages 13-15. In one study, only 30% of these young teens 

passed^^ test of AIDS knowledge by obtaining a score of 75% 
correct. In another sample, even though female African- 
Amencan and Hispanic adolescents were more likely to believe 
that condoms are a good way to decrease risk of HIV, th^ were 
less likely than males to insist on condom use.^**^ 

Noting the increasing incidence of AIDS in minority groups 
Congress directed the Department of Health and Human Serviceii 
to conduct a study of prevention programs targeting minority 
Fwpulations. The Health Omnibus Programs Extension of 1988 
(Section 251) included a request that the Office of Minority 
Health study minority knowledge, attitudes, and beliefs regarding 
AIDS transmission and risk, and examine the effectiveness of 
AIDS prevention programs for minorities.^« However, the data 
base used for the DHHS analysis (the National Health Interview 
Survey), includes only persons over the age of 18. Despit^ high 
levels of general knowledge about AIDS in all racial ethnic 
groups, whites have shown a greater knowledge of risk factors 
than other minority groups, and more knowledge of effective 
prevention strategies than African Americans.'^*''' 

gocjoeconoinic and CuUnrui piay strong Rni«^ in 

Success of PrevcntiofyanfP rvcntioii Sf«it>^ i^c 



socioeconomic and cultural characteristics of racial and 
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ethnic minority populations differ significantly from those of 
nonminority populations. Minority populations have experienced 
higher rates of poverty and unemployment and lower levels of 
education. Substantial percentages of minority populations live 
in inner cities, where they are more likely to experience 
substandard housing, crime, and other environmental hazards,^ 

Because^poverty is also often associated with an inadequate 
social-support network, poor nutrition, and diminished access to 
health care, children growing up in poor or near-poor families 
probably confront more risks and benefit from fewer protections 
and supports than their more advantaged peers,^ Like all 
behavior, AIDS risk-related behavior is tied to other facets of 
people's lives, and change in one realm can affect others.^^ 

Psychosocial barriers to behavioral change characteristic of 
those in extreme poverty can include limited self-efficacy, low 
self-esteem, perceived peer group disapproval, or beliefis about 
lack of the control of the future,^^ Potentially compensating 
community strengths are described by Friedman, et al.: 

Minorities are constantly developing resources and dynamics 
of their own that aid their individual and collective struggles 
for survival, dignity, and happiness. These involve developing 
grapevines to cany information, networks to help each other 
out, and even formal organizations to formulate and achieve 
specific goals.^^ 

W^orking through ^sting community entities is likely to be 
the most effective way to affect counterproductive community 
values and belieEs. Through them, HIV prevention/education 
programs can build on community strengths which may be neither 
recognized nor fully understood by outsiders. Consequently, key 
components of the community must be involved in both planning 
and carrying out the prevention strategy. The objective is to 
mobilize communities to utilize, or, if necessary, rebuild their 
social networks in order to stimulate and support sustained 
behavioral changes among their members.^^ 
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Diverse Minority Population Requires a Variety of Targeted HIV 
I nterventions 

The nation's ethnic and cultural diversity, apparent in 
language, cuhural practices, beliefs about illness, and health- 
seeking behavior, requires the development of culturally 
appropriate HIV/AIDS information and education.^^ Although 
some of these cultural elements constitute barriers to HTV 
prevention that niiist be overcome, HIV prevention can build on 
other beliefis and practices that promote heahh, and should 
identify and respect cultural elements that do not threaten 
health.^^ 

Similarities among cultures can suggest strategies for effective 
communication and education.^^ For example, one study found 
that among Asian and Pacific Islander cultures, family and 
community are vital parts of the lives of youths and the needs of 
the nuclear or extended family almost always supercede the needs 
of the individual.^ Thus,.»"for Asian-American adolescents, 
services that gain family involvement, use supportive family 
networks, and promote family decision-making are believed likely 
to be more effective, although there have been no tests of this 
model."^^ 

However, when designing a program for the Asian and 
Pacific Islander communities, planners must take into account 
the diversity of these populations which include at least 43 
different Asian and Pacific Islander groups from more than 40 
countries and territories, and who speak more than 100 different 
languages and dialects. Materials and messages should be tested 
with local groups for acceptability and effectiveness.^ 

Latino communities in the United States exhibit 
heterogeneity despite a common language. Nuances of language 
or tradition can affect basic credibility and ultimate effectiveness. 
For example, in many Spanish speaking communities, "jeringa" 
means injecting equipment.^^ In Puerto Rico, however, "jeringa'* 
means "don't bother me"; using this word may mean that a key 
prevention message would be incomprehensible to the segment of 
the Hispanic community with the highest rate of AIDS. 
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Josi^ Duran, Executive Director of the Hispanic Office of 
Planning and Evaluation, Inc. (HOPE), testified at a Select 
Committee hearing that an AIDS intervention with Latino youth 
should be community-based, involve community outreach, present 
factual and explicit information, be bilingual, utilize peer leaders, 
and involve parents as well as adolescents. He also suggested use 
of focus groups to explore levels of acceptance of prevention 
messages in various forms.^^ 

African-American communities have been most 
disproportionately affectc^ by the HIV epidemic, but few have 
marshalled community resources to confront it.^^ A myriad of 
other, more immediately visible problems (including poverty, 
unemployment, racism, drugs, lower levels of education, and poor 
overall health), and distrust of the motives of the majority culture 
in imposing involvement,^*'^ prevent more immediate response to 
the threat of HIV infection.^^ Efforts to resolve these larger 
problems are crucial to the success of HIV interventions.^^ 

Involving African-American people with AIDS in educational 
efforts can help overcome denial of the AIDS threat in African- 
American communities.^ Some have also suggested that 
culture-specific barriers to sexual negotiation be taken into 
account in program planning.^ The message should reach 
community members wherever they usually congregate, and 
should be a part of efforts to change the health-delivery system 



(s) 



A recent study by Thomas and Crouiic-Quinn describes the Tuskegec Syphilis study, 
led by the Public Health Service, which was the longest known nonlhcrapcutic 
experiment on human beings in medical history. 

The Tuskcgce study tracked the results of dclit)erately untreated syphilis among 
African -American males over a 40 year period (1932 to 1972). Participants were 
never told that they were infected with a treatable disease, nor were they told that 
the disease coukl be transmitted sexually and from a mother to her fetus. 

According to Thomas and Crouse-Quinn, strategies used to recruit and retain 
participants for this study were very similar to those being advocated for HIV/AIDS 
prevention programs in African-American communities today, including: atcnsivc 
collaboration of ^fommunity-based and grass-roots organizations, local churches, 
public schools, iind the use of local African- American nurses and personnel. 

The authort note: "Almost 60 yean after the Tuskcgce study began, there remains 
a trsil of dblrur»t and suspicion tliat liampen HIV cducativn efforts in Wack 
communilict.*^^ 
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needs of the African-American family. To reach teens, 
prevention workers should target peer networks, so that 
protective attitudes will be reinforced over time. Verbal and 
nonverbal language that is ^'part of the cultural lexicon** should be 
a powerful tool for altering beliefe and behaviors in health- 
promoting directions.^ According to Mays and Cochran, for 
African-Americans: 



...[positive], ethnically-based values of cooperation and unity 
may be more powerful motr.-zlors of behavior change than 
stria appeals to individualistic action, such as "protect 
yourselt" Successful civil rights activists, such as Martin 
Luther King, Jr., mobilized the Black community by calls for 
unity and faith in a vision for collective freedom. 

For Native Americans, "the realities of Indian life have been 
obscured due to centuries of multilayered stereotypes which 
continue to confound understanding and communication."^^ Like 
Hispanic and Asian Americans, Native Americans are not one 
homogeneous group. Numbering approximately two million,^^ 
Native Americans come from many nations or tribes, each with 
its own cultural heritage.^"^ 

The misconception that all Native Americans live on 
reservations contributes to the lack of visibility of the majority 
of Native Americans who live in cities or in non-reservation rural 
settings. This invisibility leads to problems with HIV 
seroprevalence data, AIDS case surveillance, and resource 
allocation.^^ 



Although the problem of AIDS in Native American groups 
has not received much attention, it cannot be discounted. One 
recent study found that nearly half of rural Native American 
students worry a great deal about becoming infected with HIV. 
AIDS was among the top five worries for both males and females 
in grades 7-12.^^ As will be discussed further in another part of 
this chapter, abuse appears to play a strong role in increased 
sexual risk taking among Native American students. This study 
found that 49% of youth who reported having been physically 
abused have had intercourse, mmpared with 28% of those who 
had not been abused. Tlic same pattern holds for youth who had 
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been sexually abused. Fifty percent of SCTually abused youth 
were sexually active compared with 29% of those who had not 
been physically abused. Finally, as in other minority 

communities, growing numbers of AIDS cases among adult Native 
Americans may predict an increasing impact on youth. 

Research On the Effectiveness of Prevention Programs For 
Minority Youth is Needed. Cultural Competence is Necessarvt 
but Probably Insufficient to Guard the Health of Minority 
Youth in High-risk Situations 

Comprehensive prevention programs, including access to 
health care, are key in reducing the risk of HIV infection, but 
they will have little impact on minority youth if they are 
insensitive to linguistic, social and cultural realities. Furthermore, 
it should be recognized that the adoption of health-promoting 
behaviors and attitudes can affect other areas of life,^'' resulting 
in economic and/or personal losses for individuals.^^ 

Additional research is needed to address the issues involved 
in developing culturally sensitive prevention programs. Due to 
limited funding and the relative unavailability of trained minority 
researchers, there is a lack of data on minorities that could be 
useful in developing ADDS prevention strategies for minority 
teens.^ The need for direction will not be met in the near 
future: when the OEBce of Minority Health studied the 
effectiveness of AIDS prevention programs for minorities of any 
age group, l^er than four of the 90 Public Health Service- 
funded projects examined were found to incorporate stringent 
evaluation design criteria in plans for future assessment^^ 

While it is critically important for services to be shaped by 
the cultural context of behavior that jeopardizes health, AIDS 
educators must also realize that cultural sensitivity alone does 
not guarantee behavior change in youth at highest risk. Beyond 
their membership in racial or ethnic minority groups, adolescents 
are individuals, and ire most likely to respond to preventive 
efforts that address their individual needs and circumstances."^^ 
While this is a resource-intensive approach, the health of the 
minority adolescent conmiunity is at stake, and the growth rate of 
AIDS among miiK)rities suggests that time is running oul/^^ 
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G. INTERVENTIONS FOR HEMOPHILIAC YOLi TH 

Risk of Infection from Contamiaated Blood Products 
Significantly Decreased. Services and Prevention Stiil Needed 

More than 1,700 cases of AIDS have been identified in 
adults and adolescents with hemophilia and other coagulative 
blood disorders. Because hemophilia is a sex-linked genetic 
disease, many hemophiliacs are male. By the end of 1991, 242 
adolescents ages 13-19 who had been diagnosed with AIDS had 
hemophilia or coagulation discrder.^^"^ (See Chapter I) 

While more than half of the hemophiliacs in the United 
States are thought to be HTV positive as a function of receiving 
contaminated blood and blood products in the past,^^ few new 
cases due to contaminated blood have been documented in recent 
years. In 1985, a test was developed to screen blood for HIV 
antibodies, and current estimates of infection due to receipt of 
blood range from one in 40,000 to one in 153,000 units 
transfused. 

Sexual partners and children of HIV-infected hemophiliacs, 
however, continue to be at high risk of infection. In 1990, CDC 
provided $3 million to the Hemophilia Behavioral Intervention 
Evaluation Projects (conducted predominantly at federally-funded 
Hemophilia Treatment Centers [IT^Cs]) to assess strategies for 
preventing sexual and perinatal tri^nsmission in this population. 
Eleven of the sites involved in this project will include 
adolescents in their study groups,^^ but little is known at present 
about the effectiveness of behavioral risk-reduction among 
hemophiliac youth.*^ 

In many cases, when hemophiliac children were tested for 
antibodies prior to adolescence, their parents were told of their 
status, but the youth themselves were not. Some of these 
individuals have become sexually active without knowing that they 
are infected with fflV.^^ 

Even when individuals know their HIV status, there appear 
to be formidable psychological barriers to prevention efforts, 
lliis is evidenced by the finding that, despite high general 
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knowledge about AIDS and how to prevent it among 
hemophiliacs, one study found that less than one-third of 
se3cually-active hemophiliac males consistently use condoms/^ 

HIV-infected hemophiliac teens must struggle not only with 
the same psychosocial developmental challenges all teens face 
(e.g., management of an emerging sexuality), but also with unique 
pressures, including a constant awareness of serious health 
threats.^^^ Thus, they are likely to reauire specialized medical 
management and psychosocial support.^ ^ 

Partly as a result of the 'advocacy of the National 
Coordinating Committee (composed of Health Resource and 
Services Administration, Centers for Disease Control and the 
National Hemophilia Foundation), Federal efforts on behalf of 
hemophiliacs have included risk-reduction curriculum 
development, a grant program for psychosocial support services, 
and outreach to minority persons with hemophilia who may not 
be currently served by HTQ.^^^ In addition, compared with 
other HIV-infected adolescents, a greater proportion of 
hemophiliac youth have been included in NIH clinical trials for 
new HIV/AIDS drugs. (See Chapter V for further discussion of 
these issues.) 

The levels of medical and psychosocial services that are likely 
to be required by HIV-infected hemophiliac youth are potentially 
over^'hehning to the resources of HTCs. An assessment is 
underway to determine the feasibility of integrating the 
comprehensive care services provided by the HTCs with the 
services of HIV-related health care agencies.^^^ 

Fjdsting services are inadequate to meet the needs of HIV- 
infected adolescents, with or without complicating medical 
conditions such as hemophilia^^^ The Institute of Medicine 
recommended employing three basic strategies to address the 
service needs of HIV-infected youth: (1) expand existing services 
for other adolescent health problems to include HIV infection 
and AIDS; (2) expand adult HIV and AIDS programs to include 
adolescents; and (3) develop new programs specifically designed 
to treat HiV-infected teens. Not until the broader health care 
system serves the needs of all infected adolescents will adequate 
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treatment for HTV-infected hemophiliac youth begin to be 
assured^^^ 

H. CONSroERATlONS FOR SERVING YOUTH WHO HAVE 
RKKN SFIYITAI J.V ARITSKn 

While national statistics remain incomplete, available data 
show that child abuse reports have increased steadily over the 
last 10 years.^^^ Estimates of the prevalence of sexual abuse vary 
depending on the definitions used In 1990 alone, there were 
over 2,500,000 reports of maltreatment; 15% were reports of 
sexual abuse.^^'^ As is the case with ::hild physical abuse, experts 
believe that child sexual abuse is vastly under-reported.^^^ 
Conservatively, an estimated one in four females and one in six 
males are sexually assaulted before age 18/^^ 

The relationship between childhood sexual abuse and risk 
of HTV infection is largely unexplored. It is impossible to 
determine how many children have been infected with HIV as a 
result of abuse.^^^ One recent study of 96 HIV-infected children 
(ages 17 and younger) who were treated at Duke University 
between 1987 and 1989, confirmed that 14 (eight females and 
three males) had been sexually abused. Four of these children 
acquired HIV infection as a result of s^cual abuse. For six 
others, abuse was a possible source of transmission.^^^ 

Research has begun to explore the link between child sexual 
abuse and subsequent high-risk behaviors. Studies have reported 
correlations between childhood sexual assault and behaviors that 
put adolescents and adults at high risk of HIV infection, such as 
sex with multiple partners, unprotected sex, and drug and alcoho) 
use.^'^ 



It is important lo note that studies cited in this section indicate a corrclaiionai 
relationship between child sexual abiwe and increased sexual and drug related risk 
taking, rather than a causal one. As noted by Louise SiWem, Associate Professor 
at the University of Colorado: 

The rclalionshipt between chiW abuse and such adult events 
may or may not indicate that abuse induces "risk/* 
bchavior....Morcovcr our reiulU suggest that the relationship 
between chiU abusr. snd adult dangers are not spccilkaUy 
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A history of s^nial abuse is only one factor among many that 
may predict subsequent risk-taidng behavior.^^^ However, 
adolescents who have been sexually abused have recently been 
identified as a population that should be targeted for HTV 
transmission.^^ 

History of Childhood Sexual Abuse Correlated with Risky 
Sexual Behavior 

A recent study of heterosexually active young adults in 
southeastern New England found increased sexual risk-taking 
among persons who reported a history of early sexual abuse. 
Compared with individuals who did not report a history of sexual 
abuse, abuse survivors were four times more likely to be working 
as prostitutes, twice as likely to report multiple sexual partners 
within a given ;ear, and 40% more likely to report a sexual 
encounter with i:omeone they did not know. Women who 
reported being sexually assaulted during childhood were almost 
three times more likely to become pregnant before age 18. 
Survivors of semal abuse were only slightly more likely to report 
a history of STDs or to have serologic evidence of HIV infection. 
However, "men who reported early sexual abuse had a two-fold 
increase in prevalence of HIV infection relative to unabused 

Other studies indicate similar correlations between childhood 
abuse and high-risk behavior that might lead to HIV infection. 
A recent study of 535 young women who had become pregnant 
as adolescents found that two-thirds had been sexually abused 
(62% before first pregnancy). More than half (55%) had been 
molested, 44% had been raped, and 42% had been victims of 
attempted rape. Compared with young women who also became 
pregnant as adolescents but who had not been abused, sexually 
victimized females began intercourse at an earlier age (13.2 vs. 
14.5), were more likely to have used alcohol or other drugs 
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during first intercourse (30% vs. 12%) and less likely to practice 
contraception at first intercourse (19% vs. 23%)/^ 

A 1990 study of 600 students at an urban public high school 
found that students with a history of s^oial abuse were more 
likely to engage in risk-taking, self-destructive behaviors. 
Students who had experienced sexual abuse were three and one- 
half times more likely to be sexually active as students who 
reported no history of sexual abuse/^ Other studies found that 
many survivors of childhood sexual abuse report later sexual 
difficulties and multiple sexual partners/^ 

Correlations Also Evident Between Childhood Sexoal Abuse and 
Increased Alcohol and Other Drug Use 

Several researchers have observed relationships between 
sexual abuse and drug and alcohol use among adolescents. A 
1989 study of 1,824 adolescents who received substance abuse 
treatment found that both male and female sexual abuse victims 
were more likely to have used a wider array of drugs than were 
their non-abused treatment counterparts. Nearly six in ten 
adolescents in the abused group used drugs (not including alcohol 
and marijuana) compared with four in ten adolescents in the 
control group.*^^ 

Other studies confirm these findings; youth who reported 
abuse were more likely to report regular cocaine and stimulant 
use and greater frequencies of alcohol and drug use. Abused 
youth also begin using alcohol and drugs at an earlier age than 
other adolescents."^^ 

While researchers agree that victims of sexual abuse are 
generally at greater risk for alcohol and drug use, some 
investigators caution that our knowledge of this phenomenon is 
quite limited. Further research is needed to more clearly identify 
this relationchip.*^"^^ 

Dynamics of Relationship Between Child Sexual Abuse and 
Adolescent HIV Largely Unexplored 

While researchers have documented an association between 
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child sexual abuse and adolescent HIV risk-taking behaviors, the 
dynamics of this relationship remain unexplored. Similarly, little 
is known about the co-occurrence of problem behaviors. 

Research has begun to suggest that protective factors, 
including the youth's intelligence, temperament, cognitive 
appraisal of events, coping skills, support from a significant 
person, and positive placement experiences in foster care, may 
serve to buffer the effects of childhood victimization and help to 
mitigate later adolescent problem behaviors. It is essential to 
protect children from abuse in the first place, and further effort 
also shoukl be directed at preventing the development of 
dysfunctional outcomes in adolescence and b^ond/^^ 
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CHAPTER IV 



ADOLESCENTS FACE NUMEROUS BARRIERS TO 
RECEIVING HIV-RELATED CARE AND SERVICES 



The burgeoning HIV epidemic has dramatized the plight of 
many Americans who are uninsured or underinsured, and who 
lack access to adequate health care and other services. 
Adolescents confront numerous obstacles to receiving HIV-related 
care and services, including financial barriers, lack of adequately 
trained providers, a fragmented health-care delivery system, and 
unresolved legal and ethical considerations. As observed by Jean 
Garrison Athey, Chief of the Public Health Social Work Division 
witiiin the Bureau of Maternal and Child Health: 

...There are problems and limitations in the current array of 
health, mental health, and social services for adolescents. 
Aiiitudinal, poliiical/adminisiraiive, financial, and legal 
barriers all negatively affect service delivery. As a result, the 
availability of services is uneven; services are frequently 
inappropriate and insensitive and thus unacceptable to many 
adolescents; and services are often fragmented, leading to 
difficulties in access both within and across systems. These 
service failures become especially apparent when an 
adolescent acquires HIV infection. Youth at highest risk for 
contraaing HIV appear to be those who are least well-served 
by the traditional health, mental health, and social service 
systems.^ 

A recent report by a panel of the Department of Health 
and Human Services, chaired by the Surgeon General, described 
the wide range of services that children with HIV-infection or 
AIDS and their families may need, including: integrated medical 
care; mental health assessments and interventions; drug treatment; 
HrV-antibody testing and counseling; housing; legal services; 
primary prevention; education and behavior change; 
developmental services; special and school-based education; 
family-to-family support; nutrition assistance; foster care; adoption 
services; and group care.^ 
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The range and availability of services required for adolescents 
infected with HIV or at risk of infection have essentially not 
been discussed in any systematic fashion.^ However, many of the 
services identiGed by the PHS Panel as necessary for children are 
also likely to be required for adolescents with HTV infection and 
AIDS and their families. 

While access to the full range of legal, housing, and other 
support services is critical to adolescents with HIV infection or 
AIDS, the remainder of this chapter will focus primarily on 
barriers to medical care, HTV-antibody testing and counseling, 
and education. 

A. FINANCIAL BARRIERS TO HIV-RELATED HEALTH 
CARE 

Cost of HIV-Related Treatment for Youth Unknown 

Cost estimates for treating people with HIV disease and 
AIDS vary considerably. According to the Congressional 
Research Service, average. health care expenditures between the 
time of AIDS diagnosis and death have ranged from $24,000 - 
$147,000.^ In June 1986, the Public Health Service's "Coolfont" 
report projected that the annual cost of treatment for all 
individuals with AIDS or HIV infection in Fiscal Year 1991 
would be $8-16 billion/ 

More recently, a study by the Agency for Health Care Policy 
and Research (AHCPR), estimates that the cost of treating all 
people with HIV and AIDS will be $5.8 billion in 1991, reaching 
$10.4 billion in 1994.^ AHCPR estimates that the average annual 
cost of treating a person with AIDS is $32,000, and for treating 
a person with HIV infection, but not AIDS, is $5,150. AHCPR 
also estimates that the average cost of treatment between AIDS 
diagnosis and death is more than $85,000. 

Estimates of the cost of treating adolescents and young 
adults with HIV disease and AIDS are not available, but if we 
consider the nup^ber of teens currently infected with HIV and 
those at risk of infection, potential costs could prove 
overwhelming. 
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Adolescents with Private Health Insurance St ill Face Barriers 
to mV-Related Care 

Adolescents* access to health care depends to a great extent 
on whether they have health insurance. In 1988, nearly 70% of 
U.S. adolescents ages 10-18 were covered at least partially by 
private health insurance/ Most adolescents who have private 
health insurance are covered as dependents under their parents* 
employer-based plans.^ The benefits available to privately insured 
youth depend on the type of insurance and the terms of the 
insurance policy. 

Comprehensive national data on benefit coverage are fairly 
limited, and to date there have been no surveys of private health 
insurance benefits that have focussed specifically on adolescent 
needs.^ In general, according to OTA and the American Medical 
Association (AMA), adolescents with private health insurance are 
well covered for traditional medical services such as hospital care, 
physician services, and prescription medicines.^^ Compared with 
these services, private insurance is less likely to cover preventive 
and case management services for adolescents, and most private 
policies limit inpatient and outpatient mental health and 
substance abuse treatment services - two of the services that 
teens with HIV or at risk of infection are likely to need the 
mosL^^ 

As noted by OTA, "employer and insurer attitudes toward 
coverage of mental health and substance abuse treatment are in 
flux, especially with respect to adolescents."^^ Utilization of these 
services increased dramatically during the last decade, and many 
employers and private insurers are reconsidering how and 
whether to cover mental health and drug abuse treatment 
benefits for dependents.^^ OTA also found that according to a 
recent survey of corporate benefits decision makers, more than 
half predicted restricting or excluding dependent coverage for 
these services.^^ These findings are particularly disturbing 
because as found previously in this report, of the estimated 1.6 
million adolescents who needed drug treatment in 1989, only 
123,500 actually received it 
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Cost of Treating People with HIV and AIDS Increasingly Born 
by Public Health In surance: One in Three Poor Teens Not 
Eligible for Medicaid 

People with AIDS and HIV infection face serious barriers 
to obtaining adequate health insurance coverage/-^ Since the 
mid-1980s, the responsibility for paying the cost of AIDS 
treatment has gradually shifted from private to public health 
insurance programs.^^ Thi^ change reflects a shift in the 
demographics of the HIV-infected population, which is 
increasingly poor and without health insurance/^ 

Early studies found that private health insurance covered 
40% to 60% of total costs associated with HIV-related treatment, 
while Medicaid covered an additional 20% to 30% and Medicare 
paid 1% to 3%. In recent years, however. Medicaid has covered 
an increasing share of the HIV-related health care costs, 
particularly for expenditures related to inpatient care/^ 

An estimated 4.6 million U.S. adolescents ages 10 to 18 had 
Medicaid coverage at some time during FY 19S8, the most recent 
year for which data are available.^^ The number of youth with 
HIV disease or AIDS who were served is uncertain and Medicaid 
expenditures for adolescents with AIDS are not available.^^ It is 
likely, however, that Medicaid is an important player in treating 
adolescents with HFV and AIDS. 

Within broad Federal guidelines, each state determines not 
only the criteria for Medicaid eligibility, but also the services it 
will provide. Therefore, the benefits available to Medicaid- 
eligible adolescents with HFV or AIDS depend to a great extent 
on the state in which that individual resides.^^ 
f 

State Medicaid programs must cover a core of essential 
services including, but not limited to: inpatient and outpatient 
hospital services; physician services; early and periodic screening, 
diagnosis, and treatment (EPSDT); laboratory and x-ray 
procedures; and family planning services and supplies.^^ States 
may also opt to cover other services including case management, 
prescribed drugs, home health care, and hospice care. At least 
four states (AL, MD, PA, and WA) have added targeted case 
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management to the services available to Medicaid-eligible persons 
with HIV or AIDS,^ 

In 1989, Congress significantly expanded adolescents* access 
to Medicaid-covered services by reforming the EPSDT program 
within Medicaid.^ States are now mandated to periodically 
screen Medicaid-eligible adolescents under age 22 for any 
illnesses, abnormalities, or treatable conditions and refer them for 
definitive treatment^ In addition, states aie now required to 
provide any federally reimbursable service that is "medically 
necessary" to diagnose or treat a problem identified in an EPSDT 
screening, regardless of whether that service is included in the 
state's Medicaid plan.^ 

States are permitted to set limits on the number of 
screenings that will be covered by their EPSDT programs. In 
1989, only 22 states^^^ offered five or more scheduled EPSDT 
screenings for youth ages 10 to 21, compared with four states 
(ID, OK, TX, and WY) which covered only one or two visits. 
Minnesota covered as many EPSDT visits as were "medically 
necessary."^ 

While the expansion of the EPSDT program may potentially 
assist HIV-infected, Medicaid-eligible adolescents to receive care, 
this potential will not be realized unless adolescents are actually 
screened^ In fact, since the law was enacted, states have made 
little progress in enrolling Medicaid-eligible children in the 
EPSDT program.^ 

States have the option to request waivers to provide a 
broader range of home and community-based services to 
individuals with HIV infection and AIDS than would normally 
be available under their Medicaid plan/^ By February 1991, 



Sutes that offered five or more EPSDT screening for ages 10-21 in 1989: AL; DE; 
FL; OA; HI; IL; IN; ME; MD; MA; MI; NE; NY; ND; OH; OR; PA; RI; VT; 
WA; WV: and WI. 
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AIDS-specific waivers had been approved for 15 states^^^ and 24 
states had opted to cover hospice beneflts for Medicaid-eligible 
persons with terminal illness.^^ The effectiveness of these 
programs in meeting the needs of HIV-infected adolescents 
depends on the specific provisions pf each state*s program/^ 

While the Medicaid program has the potential to assist many 
HIV-infected adolescents, it is important to note that one in 
three poor adolescents ages 10-18 (1.76 million) was neither 
eligible for Medicaid nor covered by private health insurance in 
1988.^^ 

Due to changes in Federal law enacted in 1990, Medicaid 
eligibility has been expanded to gradually phase in, one year at 
a time, coverage to children ages seven through 18 who are in 
families with incomes below the Federal poverty level.*^ This 
expansion will certainly assist numerous children. However, it is 
unlikely to help adolescents for a number of years. All poor 
adolescents under age 19 will not become eligible for Medicaid 
until October 200l/^ 

Millions of Adolescents Lack Private Health Insurance and Are 
Not Eligible for Medicaid 

Between 1979 and 1986, the percentage of adolescents ages 
10-18 without health insurance increased by 25%.^*^ (Due to 
modifications in the questionnaire, survey data from 1979 to 1986 
cannot be compared with more recent data.'^'') The percent of 
uninsured adolescents continued to increase between 1987 and 
1988 by an estimated 5%, paralleling an overall increase in the 
nonelderly population without health insurance.^^ 

By 1988, an estimated one in seven adolescents ages 10-18 
(4.6 million or 15% of the U.S. population ages 10-18) lacked 
private health insurance and remained ineligible for Medicaid 
because of family income or minor status.*^^ Young adults under 



The 15 states included CA, CO, DE, FL, HI, IL, lA, MO NJ, NM, OH, PA, SC, 
VA, and WA. Illinott and North Carolina also include persons with AIDS under 
aimilar waivcn for broader populatioDft. 
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age 25, who more likely than young adolescents to be infected 
with HIV, are even less likely to be privately insured or eligible 
for public assistance. An estimated 27.4% of young adults ages 
18-24 lacked health insurance in 1989/^ 

Uninsured adolescents tend to be in poorer health, wait 
longer periods of time between physician visits, and are more 
likely to be hospitalized, due in part to delays in seeking medical 
care/^ Poor adolescents, minority youth, and those that have 
runaway or are homeless or incarcerated are at especially high 
risk of being unmsured/^ As found previously, many of these 
youth are also more likely to have AIDS, to be infected with 
HIV, and are at increased risk of infection. 

B. LACK OF ADEQUATELY TRAINED HEALTH CARE 
PROYI DERS AND POOR DISTRIBUTION OF 
COMMUNITY AND PUBLIC HEALTH PROGRAMS 
THREATEN OUALITY OF CARE AVAILABLE TO HIV- 
INFECTED YOUTH 

Adolescents are less likely to utilize private office-based 
primary care physicians than any other age group.''^ A number 
of nonfinancial and nonlegal reasons account for low utilization 
of services by primary care physicians, and to some extent other 
health care providers. According to OTA, these include: the 
lack of availability and willmgness of physicians to treat 
adolescents; inconsistencies between adolescents* perceived needs 
and the care provided by physicians; adolescents* concerns about 
confidentiality; and physicians* and other health care providers* 
lack of competence to identify and treat the health problems of 
adolescents."^ 

The majority of U.S. adolescents who obtain medical care 
receive it from providers who have not received special training 
in adolescent health.^^ There are no definitive data on the 
number of physicians who specialize in adolescent medicine. 
However, available data indicate that the number of physicians 
who dedicate their practices to adolescent medicine is quite 
small.^ The American Medical Association (AMA) estimates 
that there is only one adolescent medicine specialist for every 
20,500 adolescents, and one child and adolescent psychiatrist for 
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every 5/ adolescents. Only 1,261 of the nearly 800,000 
members of the American Medical Association selected 
adolescent medicine as a primary or secondary specialty/''' 

The Society for Adolescent Medicine (SAM) claimed just 
over 1,034 members in 1989, while in 1988, the American 
Academy of Pediatrics' Section on Adolescent Health included 
only 547 members, of whom the vast majority (an estimated 500) 
were also members of the Society for Adolescent Medicine."^ 

The lack of adequately trained adolescent health care 
providers is even more pronounced for adolescents with HIV 
infection. According to Karen Hein, who directs one of the few 
comprehensive adolescent AIDS treatment programs in the 
United States, there is an urgent need for; 

...developing HIV specific programs for teenagers by training 
or revamping adolescent providers, [including] adolescent 
medicine specialists, family practitioners, and pediatricians, for 
example, to be able to provide HIV expertise, and [for] 
revamping HIV/AIDS specialists, [including] infectious 
diseases specialists, hematologists, and immunologists, for 
example, to be knowledgeable about the adolescent.''^ 

Federally funded community and migrant health centers, 
health care for the homeless clinics, and family planning clinics 
play a critical role in delivering HIV-related information and 
health care services to poor and medically underserved 
adolescents. 

Approximately 550 community and migrant health centers 
(CHCs and MHCs) provide direct comprehensive primary care 
services to approximately 6.3 million medically underserved 
persons. An estimated 44% of the persons treated by CHCs and 
MHCs are children under age 18. Approximately 2% to 4% of 
the population seen by these centers is infected with HIV.^^ 
Clinics receiving Health Care for the Homeless funds (Section 
340 of the Public Health Service Act) also serve medically 
underserved adolescents. In FY 1989, an estimated 17,600 
adolescents ages 15-19 received services from these clinics.^^ 
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Similarly, federaUy funded (Title X) family planning clmics 
are located in all 50 states and in two-thirds of counties. The 
number of adolescents served by federally funded clinics is 
uncertain. The most recent avaUable data indicated that 
approximately one-third of the 4.1 mUlion women who were 
served in 1981 were teens.-^^ Federally funded family plannmg 
clinics provide a variety of services including family plannmg, 
contraceptive services, and STD and HIV screening. In 1989 
and 1990, 15 percent of the HW tests that were conducted b^ 
publicly funded clinics were provided at family planning clmics. 

Despite their immense potential to reach millions of 
adolescents who are not served by private physicians, funding for 
CHCs MHC, and Title X has decreased during the past decade. 
Betw^n 1980 and 1991, funding for CUCs and MHCs declined 
by 2.4% and funding for Title X decreased by 61%, adjusted for 
inflation.^^ 

C HIV INFECTION AMONO ADOLESC ENTS RAISES 
COMPLEX LEG AT, AND ETHIC AL ISSUES^^ 

The growing HIV epidemic has raised complex legal and 
ethical issues for those living with the virus and its related 
illnesses, as well as for society at-large. These issues include: 
HIV-antibody testing and screening; consent and access to 
medical treatment; privacy rights; protection against 
discrimination; duty to warn; types and content of educational 
interventions; and liability. Gostin's 1990 review of 469 cases 
completed or pending before Federal, state or local courts and 
commissions notes: 

No other infectious disease in recent history compares with 
human immunodeficiency virus (HIV) infection in the ways 
it has affected our relationships with each other and with 
our social institutions. Sharp differences in perception of 



(''^ This section update, infonnation and case law provided in the Select Co'"™"^* on 
Children, Youth, and Families' 1987 report, A Generation in .Teopardy: Children 
and AIDS . The content was developed with the assUtance of the Congrawional 
Research Setvice'* American Uw Division, in conformance with a request from the 
Select Committee, but does not ncccfsarily represent the opinion of CRS. 
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public health, ethics, and civil liberties have created the 
largest body of legal cases attributable to a single disease in 
the history of American jurisprudence.*^^ 

Since mucti of the attention to the AIDS crisis has focused 
on adults, the majority of legal cases have been brought on 
behalf of adult claimants. Nevertheless, questions have been 
raised specifically on behalf of youth and many cases and 
resulting judgments concerning adults have application to 
adolescents.'^'^ 

Legal and ethical concerns often become more complicated 
when considering children and youth affected by the epidemic, 
A hodgepodge of laws and policies at the Federal, state and local 
levels affects young people, and more gaps exist than are filled.^^ 
The circumstances of adolescents pose especially difficult 
challenges. Adolescents generally receive less attention and fewer 
resources devoted to their particular needs. 

Adolescents are undergoing dramatic and rapid physical and 
psychological changes as they develop their own identities and 
independence. Just as the design of appropriate and effective 
prevention and treatment services needs to take into account 
adolescent development, legal and ethical considerations "cannot 
simply rely on the perspectives which are appropriate either for 
adults or for young children."^^ 

When the Committee first investigated HIV and adolescents 
in 1987, Hein posed several ethical and legal questions that 
remain relevant today: 

Do adolescents have the right as minor(s] to participate in 
screening if it were available?...If they are screened, do they 
have the right not to be told the results? Should they have 
access to anonymous testing?...Should parents be involved, 
again, in the decision to be tested? What about if, at result 
time, the results are positive, should parents be notified? If 
so, this would be quite different from other STDs....How can 
we inform immature minors about the issues involved in 
testing and in being positive? What about their partners 
who, themselves, are minors? What about case contacting?^ 
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English and others continue to raise additional questions, 
many of which remain unanswered: 

Can an adolescent independently consent to an HIV antibody 
test, without parental permission? What is the scope of the 
confidentiality protection for an institutionalized adolescent 
known to be infected with the virus? Who, if anyone, is 
liable if an adolescent suffering from AIDS engages in sexual 
activity, or shares needles with a drug using companion, while 
in a group placement under public agency supervision? Can 
educational or social services programs legally refuse to serve 
infected youth?^^ 

Who, if anyone, is liable if disclosure of an adolescent's 
antibody status results in discrimination or other harm to 
the adolescent?*^ 

This section examines legal and ethical issues in three 
principal areas: (1) issues of HIV testing and medical treatment 
that arise and are of particular concern because of the age and 
legal status of the adolescent; (2) privacy issues; and (3) issues 
concerning discrimination. 

HTV-Antibo d Y Testing and Medica l Treatment Should Be 
Inextricably Linked 

Early detection of HIV has become increasingly important 
as early prophylactic treatment has the potential to delay onset 
of symptoms of HIV disease and/or prolong the lives of those 
individuals who have become infected. As noted by English, 
"voluntary HIV testing is increasingly considered a gateway to 
treatment and something to be encouraged for individuals who 
are at risk of infection,**^ 

Problems associated with adolescents' access to health care 
in general, along with the scarcity of HIV specific services for 
teens, make the necessary linkage between access to care and 
HFV-antibody testing difficult to achieve for adolescents, 
particularly those at highest risk of infection.*^ As noted by 
Rotheram-Borus, "No resources are associated with the increased 
demand for testing, so that many problems emerge. 
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Authority for Declsion-Malcf ng 

Questions arise about who has decision-making authority 
concerning the testing and treatment of adolescents who are 
considered minor children (under age 18 in most states). Some 
adolescents maw not seek care unless they can obtain it 
independently.** Under current laws in all 50 states, the District 
of Columbia, and Puerto Rico, minors have authority to consent 
to certain kinds of medical treatment without parental consent, 
although the laws vaiy widely.*^ 

As noted by English: 

Although ihe law generally requires parental consent when 
health care is provided to minor children, there ate numerous 
exceptions -- based on the minor's status or the specific 
services soughL*** 

Further, North found: 

The statutory exceptions to the need for parental consent 
vary substantially from state to state, but generally fall within 
two categories: (1) those that authorize a minor to consent 
to specific types of care, such as treatment of venereal 
disease, drug abuse, pregnanqr, or injury resulting from an 
alleged rape or sex offense, or even HIV testing; and (2) 
those that authorize certain minors to consent to all care 
based upon the minor's competence or maturity.** 

As shown in Table 1 below, according to a recent review by 
English, at least 11 states have statutes which explicitly give 
minors authority to consent to HIV te&t'mg7'' Only three of 
these states also explicitly authorize mii?ors to consent for 
treatment for AIDS or HIV infection. Moreover, at least 12 
states classify HIV infection or AIDS as an STD or venereal 
disease which would allow minors to consent to HIV diagnosis 
or treatment. Further, in at least nine states, minors are 
authorized to consent to testing and treatment for HIV or AIDS 
as a reportable, contagious, infectious, or communicable disease. 
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As noted in Table 1, many states also authorize some minors 
to consent to HIV-antibody testing and HIV-related treatment on 
the basis that they are runaways, homeless youth, mature minors, 
emancipated minors, high school graduates, pregnant minors, or 
minor parents/^ 

In order to improve access to treatment, efforts have been 
made to secure increased participation of adolescents in clinical 
trials and other research protocols, raising additional questions 
about consent authority/^ Authority to coa^ent to HIV testing 
and/or treatment does not convey independent authority for a 
minor to participate in research. As Melton has pointed out: 

Parents must give permission (distinguished from consent) 
before their children may participate in research, but in most 
instances minors retain power of assent (essentially, a veto 
power)/^ 

English further describes that: 

,..if, under state law, minors may consent to HIV testing 
and/or treatment or if the adolescent research subjects are 
capable of giving informed consent -- and may therefore be 
considered "mature minors" and the research does not 
entail more than minimal risk, the requirement of parental 
permission may be waived....The regulations explicitly require 
that when parental permission is waived an alternative 
mechanism for protecting the children (or adolescents) must 
be substituted. The specific mechanism must be designed 
based on the particular risks involved in the research as well 
as the maturity and other characteristics of the adolescents 
who are the research subjects. Moreover, if the subjects of 
research are wards of the state or any agency or institution, 
and the research involves greater than minimal risk and no 
prospect of direct benefit, an advocate (in addition to anyone 
acting as guardian or in loco parentis) must be appointed to 
protect the best interests of each child or adolescent who is 
a research subject/^ 

HFV-antibody testing in general, and in particular for minor 
adolescents, remains controversial because of very limited pre- 
and post-test counseling services and privacy concerns, including 
potential breaches in contldentiality that can lead to 
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stigmatization and discrimination against HIV-infected persons 
According to Hein, mandatory testing remains widely opposed by 
health care and service professionals "on the basis of mvasion of 
privacy or of the civil rights of the individuals involved, lack of 
evidence that mandatory testing helps curtail the epideimc, and 

7*7 

cost considerations." 

In her 1987 testimony, Shafer noted: 

Regarding testing, especially with adolescents, I have a big 
concem....If you require and mandate testmg, that may 
backfire in that the groups that you want to reach with the 
counseling...to essentially change behaviors...won't enter the 
system and get that really in-depth counseling that's 
required/* 

Similarly, Hein observes: 

Additional concerns apply to youths involved in the 
mandatory testing policies in the Job Corps or m the 
»';iitary Mandatory testing might make sense if it allowed 
youths to receive care earlier or in a more efficient or 
humane way, but mandatory HIV testing policies that are 
used to exclude HIV-positive applicants (as in the case of 
the military) or fail to provide adequate services (as charged 
in the law suit against the Job Corps) only exa^rbate already 
inadequate services for disadvantaged youths. 

Mark presented another pomt of view in his 1987 testimony 
before the Committee. Mark suggested that repeated HIV 
testing is needed for epidemiologic purposes to see how far, and 
into which groups of the population, the HIV epidemic is 
spreading.*'' Others have pointed out to the Committee that 
seroprevalence studies for purposes of epidemiology can be done 
through unlinked anonymous testing. They note that if such a 
strategy is used, the adolescents who participate in unlinked 
seroprevalence studies should be offered with voluntary 
confidential testing with age-appropriate pre- and posttest 
counseling.*^ 

In March 1988, the first conference ever to focus on AIDS 
and HIV among adolescents was held in New York City. At 
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that meeting, experts from the Society for Adolescent Medicine 
and five Federal agencies developed a set a general principles 
and recommendations regarding the HlV^antibody testing and 
epidemiology which remain aelpfiil today.*^ Following is the set 
of "General Principles" developed at that meeting: 



1. 



4. 



Any HIV testing of adolescents should occur based only on 
expected benefits to adolescents. 

There should be no mandatoiy HIV testing of population 
groups or individual adolescents as a prerequisite for 
admission to programs, services, or placements. 

There should be no "routine" HIV testing, and especially 
no involuntary routine HIV testing, of adolescents. 

When HIV testing is indicated, based on clinical criteria or 
an appropriate request of an adolescent, it should be 
conduaed in settings where pre- and posttest counseling 
that is sensitive, age appropriate, and culturaUy appropriate 
is available. ^ 



6. 



9. 



In many situations, and especiaUy in the case of a positive 
test result, the identification and participation of a 
supportive adult m the testing procedure and in follow-up 
care should be strongly encouraged. 

Adolescents who are capable of giving an informed consent 
should be able to consent to an HIV test when pre- and 
posttest counseling and other appropriate safeguards are in 
place. 

Maintaining confidentiality of HIV testing information 
concerning adolescents in conformity with both legal and 
the highest ethical standards is essential. 

Special sensitivity is required with respect to the risk of 
coercion and loss of confidentiality in specialized settings, 
such as detention facilities, and special safeguards should 
be employed to ensure that this does not occur. 

In order to define the extent of HIV infection among 
adolescents there is a need for targeted seroprevalence 
studies, from which the information should be used to 
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develop programs of prevention and services to direa future 
research. 

10. Testing guidelines should be reviewed, and modified if 
necessary, on an ongoing basis dependent on the outcome 
of research studies of the impact of HIV testing on 
adolescents and other pertinent issues.^^ 

Building on these guidelines and the recommendations that 
also were developed at that meeting, the Massachusetts 
Department of PubUc Health produced model guidelines for 
adolescent HlV-antibody counsehng and testing that detail the 
risks and benefits of HIV-antibody testing. These guidelines, 
approved by the Governor, also provide protocols for pre- and 
posttest counseling sessions.^ 

Privacy 

One of the main issues raised by HIV-antibody testing is the 
question of the right of privacy for the person tested. This issue 
involves questions regarding Federal and state constitutional 
rights, statutory provisions and common law principles. Legally, 
the degree of confidentiality protection and the scope of 
permissible disclosure may turn on numerous factors, including 
whether testing is voluntary or mandatory, whether there is 
consent to disclose results, the purpose of disclosure, and the 
application of specific statutory provisions. The tissue has 
sometimes been seen in terms of balancing the individual's right 
to privacy against the need for society to know. 

The public health community has generally agreed on the 
need for some type of confidentiality. For example, with regard 
to school-aged children, the CDC and the American Academy of 
Pediatrics (AAP) recommend that school and health officials 
respect the right to privacy of any student infected with the AIDS 
vinis.^^ 

In their 1985 Recommendations and Guidelines . CDC states: 

Parents of infected children should be aware of the potential 
for social isolation should the condition of the child l>ecome 
known to others in the care or educational setting. School, 
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day-care and social service personnel and others involved in 
educating and care for these children should be sensitive to 
the need for confidentiality and the right to privacy in these 
cases.^^ 

According to the AAP: 

The number of personnel aware of the child's condition 
should be kept to the minimum needed to assure proper care 
of the child and to detect situations in which the potential for 
transmission may increase.^ 

The rapidly evolving nature of the AIDS epidemic among 
adolescents suggests the importance of advice given by English, 
urging \ery careful development and evaluation of any 
recommendations specific to children and youth.**^ 

Nondiscrimination and Access to Schools 

Prevention of discrimination against HIV-infected adults has 
been the subject of considerable discussion which contributed to 
the enactment of the Americans with Disabilities Act (ADA) on 
July 26, 1990/^> The ADA provides broad-based 
nondiscrimination protection for individuals with disabilities in 
ejnplojrment, public services, public accommodations and services 
operated by private entities, transportation, and 
telecommunications. 

Although the statutory language of the ADA does not 
specifically include HIV-infected persons, the Act was clearly 
intended to cover such individuals. The definition of individuals 
with disabilities is a functional one: the term disability is defined 
as meanin'5 with respect to an individual "(A) a physical or 
mental impairment that substantially limits one or more of the 
major life activities of such individual; (B) a record of such an 
impairment; or (C) being regarded as having such an impairment." 
The Senate Report on the ADA discussed the meaning of the 
definition and stated "... a person infected with the Human 
Immunodeficiency Virus is covered under the first prong of the 



P.L. 101-336, 42 U.S.C » 12101 ct seq. 
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definition of the term 'disability'/v^ 

Similarly, the ADA also was intended to cover youth as well 
as children and adults. The definition as cited above does not 
contain any age related requirement and clearly some of the 
public services and places of public accommodation would be 
used by youth. The Senate Report confirms this view in its 
discussion of school bus requirements under title n of the Act 
when it states that ''equal nonsegregated opportunities are 
provided to all children,"'^ 

Two other Federal statutes could provide significant 
protection for HIV-infected youth: section 504 of the 
Rehabilitation Act of 1973;^''^ and the Individuals with Disabilities 
Education Act (IDEA)/'>* Although section 504, like the ADA, 
could be a source for rights of youth in areas such as 
employment, transportation, and access to child welfare services 
and residential placements, the primary import of all of these 
statutes for youth so far has been with respect to access to 
education. Before analyzing this particular legal issue, it is 
helpful to note that CDC has published guidelines concerning 
access to education. 

CDC, along with many state education and health 
departments, has recommended that most youth infected with 



^ U.S. Senate Report 101-116, 101st Congrc», First Session. 1989 
<^ Id. 

29 U.S.C § 794. Section 504 prohibiu discrimination against otherwise 
qualified handicapped individuals solely by reason of their handicap in any 
program or activity that recedes federal financial a»istancc or in the 
executive agencies or the Unhed States Postal Service. The ADA was 
modeled on section 504 and expanded its nondiscrimination rcquircmenU into 
the private sector, that is, those entities not covered under lection 504 
because they do not receive federal financial auisUncc. 

20 U.S.C H 1400 et seq. IDEA, fonneriy titled the Education for All 
Handicapped Children Act, authorize* a number of grant programs relating 
to the education of children with disabilities and requires that stales receiving 
granu prtwidc children with disabilities a free appropriate puWic education. 

^ wJ 
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HIV be allowed to attend school In its recommendations on 
education and foster care of HIV-infected children, CDC explains 
that none of the identified cases of HIV infection in the U.S. are 
known to have been transmitted in school or foster care settings 
or through casual person-to-person contact*^ 

Specifically, youth with HIV infection do not transmit the 
infection by sharing eating or drinking utensils, coughs or sneezes, 
or casual kissing on the cheeks or mouth. In addition, although 
HIV-infected youth may themselves face greater risk of infection 
in a group setting because of their immune system deficiencies, 
CDC has indicated that: 



For most infected school-aged children, the benefit* of an 
unrestricted setting would outweigh the risks of their 
acquiring potential harmful infections in the setting and the 
apparent nonexistent risk of transmission. These youth 
should be allowed to attend school and after-school day-care 
and to be placed in a foster home in an unrestricted setting.^ 

The National Association of State Boards of Education 
reported that as of September 1987 a majority of states (39) had 
policies or a position statement on admitting students with AIDS 
to school.^^ 



Guidelines issued by CDC note that decisions regarding the 
kind of educational and care setting for the child infected with 
the AIDS virus "should be based on the behavior, neurologic 
development, and physical condition of the child and the 
expected type of interaction with others in that setting," and that 
each case should be evaluated individually by a team that includes 
the child^s physician, public health officials, the child's parent or 
guardian and personnel from the care facility or school.^^ 

The ADA, section 504, and IDEA could be used as possible 
statutoiy bases for a right to education for HIV-infected youth. 
Both section 504 and the ADA prohibit discrimination against 
individuals with disabilities and it would appear to be fairly settled 
law that these statutes include HIV-infected individuals within 
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their definitions of individuals with disabilities.<^^ It is also fairly 
settled in case law that an automatic exclusion from sch ol of 
HIV-infected children would violate section 504/*^ 

In an analogous case involving a teacher with the contagious 
disease of tuberculosis, the Supreme Cdurt held that the teacher 
may be a handicapped person under section 504, and that the 
fact of the possibility of contagion did not limit the coverage of 
the section. The Court further found that the issue of whether 
such contagious individuals are protected by section 504 is 
determined by whether such an individual is "otherwise qualified." 
In determining whether an individual is otherwise qualified, the 
Court found that an individualized inquiry must be made 
concerning ths nature of the risk, the duration of the risk, the 
severity of the risk, and the probability that the disease will be 
transmitted. A court must then evaluate whether reasonable 
accommodation is possible. This same approach has been 
adopted in lower court cases involving Hx -infected children/^ 

IDEA could also be used as a basis for requiring the 
education of an HIV-infected adolescent This Act provides 
federal funds to the states and conditions the receipt of these 
funds on the provision of a "free appropriate public education." 
It would appear that the Act would cover some HIV-infected 
children. Madeleine Will, former Assistant Secretary for Special 
Education and Rehabilitative Services, indicated that: 

[C]hildren with AIDS would be eligible for coverage under 
EHA-B if they are evaluated as having one of the 
handicapping conditions listed in the statute, and in need of 



(i> School Boani of Nassau County v. Ariinc, 480 U.S. 273 (1987); Thomas v. 
Atascadcro Unified School District, 662 F.Supp. 376 (CD. Calif. 1987); U.S. 
Department of Justice, "Application of Section 504 of the Rchabiliution Act to 
HIV-infected IndividuaU," (September 27, 1988). 

<^> Doe V. Dolton ElemenUiy School District No. 148, 694 F.Supp. 440 (N.D. III. 
1988); Thomas V. Atascadero Unified School District, 662 F.Supp. 376 (CD. Calif. 

1987) '. 

Doc V. Dolton ElemenUiy School DUtrict. No. 148, 694 F.Supp. 440 (N.D. III. 

1988) . 
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special education and related services. Children with AIDS 
could be eligible for special education programs under the 
category of 'other health impaired'/'"^' 



^'"^ 221 EHLR 343 (1984). 



24 



227 



Table 2: 



Alabama 



Arizona 



California 



Colorado 



Delaware 



state Laws Authorizing Minors to Consent for HIV- 
Antibody Testing and HIV-Remt«d T reatment' 

Rule^ of State Bd. of Health, Division of Dbe^ 
Control § 420^1-03 (1987) [HIV^>fi^^ ^TO] 
Ala. code § 22-11A-19 (Supp. ^^^^^..^^ 
consent to STD care]); Ala. <^^^l^\'l^:}i 
[HIV is reportable disease]; Ala. Code § 22-8^ (19S4) 
minors of any age may c«nsem to diagnosis and 
treatment of reportable diseases]. 

Ari^ Rev. Stat. Ann. §§ 36^1(2) ''^^^^If^^ 
1990) [written informed consent required for and HIV 
tStl^ capacity to consent determined without regard to 
age]. 

Cal Health and Safety Code §§ 199.22 and 
199'27(a)(West 1990) [written consent of competent 
s^ject of HIV antibody test required; minors underage 
12 deemed incompetent to consent to test]; 17 Cal. Code 
Reri7 § 2500 (4-1-90) [AIDS is reportable 
^'Lunil^ble disease}; Cal. Civ. Code § 34.1^^^ 
1982^ [minors age 12 or older may consent to d agnosis 
Tnd trSment of reportable infectious, contagious, or 
communicable diseases]. 

Colo. Rev. Stat. Ann. § 25-4-1405(6) (1990) [minor may 
examined and treated for HIV infe^ion without 
Snsent of a parent]; Colo. Rev. Stat. Ana § 25-4- 
1405(6) (1990). 

Del. Code Ann. tit. 16, § 1202(f) (Supp. 1988) [minors 
age 12 and older may give infonned consent for HIV 
testing and counseling]. 



W COMPILED from: English Abigail. '^^Z::^ 

to HIV of the PuWic Health Sewice Twk Force. 1992. 

J i_ c-„.-™K»r 10Q1 Even in f tales without the explicit 
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Florida 



Idaho 



Iowa 



Dlinols 



Kentucky 



Mfch^an 



Mississippi 



Montana 



of Health shall consider HIV in designating STOsJ- Fla 
Stat. Ann. 5 384.30 [minors may consent to confidential 
treatment for STDs]. 

Idaho Code § 39-601 (1990) [AIDS, ARC and HIV 

f^'^nJ" r^'fr"'' and communicable]; 

Idaho Code 5 39-3801 (Supp. 1988) [minors age 14 or 
older may consent to diagnosis and treatment of 
dSi^ ^^ouS' contagious, or communicable 

lo.^ Code Ann. § 144.22 (West Supp. 1991) [minor may 
app^y and give consent for screening or treatment for 
AIDS]; Iowa Code Ann. § 144.22 (West Supp, 1991). 

111. Ann StaL ch. Ill 1/2, para. 7403(3) (Smith-Hurd 
Supp. 1991) [HIV is classified as STD]; lU.' Ann. StaL ci 
111, paras. 4504 and 4505 (Smith Hurd Supp. 1988) 
[minors age 12 or older may consent to VD diagnosis 
and treatment]. ^ 

Ky. Rev. Stat. Ann. § 214.410 (Baldwin 1991) fSTD 

8 i^fiS ^^'"^ Stat. Ann. 

§ 214.185 (Baldwm 1982) [minors may consent to 
diagnosis and treatment of VD]. 

Mich. Comp. Laws Ann. § 333.5127 (West Supp 1991) 
[mmor may consent to medical or surgical care 

8 ?.?.'t°;7°!^"^*f <^°>P- La*s Am.: 

§ 333.5127 (West Supp. 1991). 

Miss. State Dept. Health 1990 List of Reportable 
si^.S!7^^^^^ as STD]; Miss. Code Ann. § 41- 
^i-ii (1981) [mmors may obtain treatment for VD 
without parental consent]. 

Mont. Code Ann. § 50-16-1007 (1989) [minors may 
consent for HIV related test]; Mont. Code Ann. § si 
i ^ ^ STO]; Mont. Admi^ 

a; ^^•iT.iJ^^^ I"^^ ^ reportable]; Mont. Code 
Ann. § 41-1-402 (1989) [minors may consent to care for 
reportable STDs]. 
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Nevada P. Albert, R. Eisenberg, D.A. Hansell, J.K- Marcus 
(Eds.). (1991). AIDS practice manual: A legal and 
educational guide (3rd ed.) (App. A). San Francisco, 
CA: National Lawyers Guild AIDS Network- [HIV is 
classified as STD]; Nev. Rev. Stat Ann. § 129.060 
(Michie 1986) [minors may consent to examination and 
treatment for VD]. 

New Mexico N.M. Sut Ann. § 24-2B-3 (Supp. 1990) [minor has 
capacity to give informed consent for HIV test]. 

N.Y. Pub. Health Uw § 2780(5) and 2781(1) (McKinney 
Supp. 1991) [written informed consent required for an 
HIV related 2st; capacity to consent is determined 
without regard to age]. 

N.C. Gen. Stat. 5 130A-135 (1989) [HIV is a reportable 
communicable condition]; N.C Gen. Stat. § 90-21.5 
(1985) [minors may consent to medical services to 
prevent, diagnose and treat reportable diseases]. 

Ohio Rev. Code Ann. § 3701.242(B) (Page Supp. 1990) 
[minor may give consent for an HIV test). 

Oklahoma State Board of Health, Regulations for 
Reporting Cases of Disease, §§ 100 et seq . [HIV is 
reportable communicable disease); Okla. Stat. Ann. tit. 
63, § 2602 (1984) [minors may consent to treatment of 
reportable communicable diseases]. 

Pennsylvania Pa. Stat. Ann. tit. 35, § 7607(9) (Purdon Supp. 1991) 
[HIV reporting to state permitted]; Pa. Stat. Ann. th. 35, 
§ 10103 (Purdon 1977) [minors may consent to treatment 
of reportable diseases). 

South S.C. Dept. HeaUh 1990 List of Reportable Diseases and 

Carolina S.C. Code Ann. § 44-29-10, -70 (Law Co-op. Supp. 1989) 
[HIV is reportable STD]; S.C. Code Ann. § 20-7-280 
(Law Co-op. 1985) [minors 16 or older may consent to 
any health services except operations]; S.C. Code Ann. 
§ 20-7-290 (Law Co-op 1985) [minors of any age may 
receive without parental consent health services deemed 
by the provider necessary to maintain the well-being of 
the child]. 
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New York 

North 
Carolina 

Ohio 

Oklahoma 
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Tennessee 



Texas 



Vermont 



Virginia 



Wasliington 



Wyoming 



Wisconsin 



AIDS practice manual (App. A) [HIV classified as STD]; 
Tenn. Code Ann. S 68-10-104 (1987) [minors may be 
examined^ diagnosed and treated for YD without parental 
consent]. 

Tex. Health & Safety Code Ann. § 81.041(e) (Vernon 
1991) [HIV and AIDS are reportable diseases]; Tex. 
Fam. Code Ann. § 35.03 (Vernon 1986) [minors may 
consent to treatment of reportable, infeaious, contagious, 
or communicable diseases]. 

Vt. Stat. Ann. Ut. 18, S 1091 (1968) and AIDS practice 
manual (App. A) [HIV classified as HIV]; Vt Stat Ann. 
tit 18, § 4226 (1982) [minors age 12 and older may 
consent to VD treatment]. 

Va. Code Ann. § 32.1-116.3 (Supp. 1990) [HIV is defined 
as communicable disease for certain purposes]; Va. Code 
Ann. § 54.1-2969(D)(1) (1988) [minors may consent to 
diagnosis and treatment of any reportable infectious or 
contagious disease]. 

Wash. Rev. Code Ann. § 70.24.017 (Supp. 1991) [STD 
defined to include HIV and AIDS]; Wash. Rev. Code 
Ann. § 70.24.110 [minors age 14 and older may consent 
to diagnosis and treatment of STDs]. 

Wyo. Stat § 35-4-130(b) (Supp. 1990) [AIDS defined as 
reportable STD]; Wyo. Stat § 35-4-131 (1988) [minors 
may consent to examination and treatment for VD]. 
(Although the classification of HIV--as STD or VD- 
does not exactly match the designation of conditions- 
STD or VD-for which minors are authorized to consent 
to treatment in each of these states, it is likely that a 
court would broadly construe the minor consent statute 
to facilitate access to HIV-related care.) 

Wis. Stat Ann. § 146.025(2)(a)(4) (West Supp. 1990) 
[consent of a competent minor age 14 or older is 
required for an HIV test]. 
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CHAPTER V 



FEDERAL RESPONSE 



A. FEDERAL AIDS^RELATED LEGISLATION AFFECTING 
ADOLESCENTS 

Since the Select Committee issued its last report on this 
subject, A Generation in Jeopardy: AIDS and Children, two 
pieces of major AIDS-related legislation have been enacted. The 
Health Omnibus Programs Extension (HOPE) of 1988 (P.L. 100- 
607), authorized numerous HIV prevention programs through FY 
1991. The specific authorities and funding formulas of the 
HOPE legislation, now expired, were never used, however. 
Ongoing federal HIV prevention programs were funded under 
other authorities. 

The second law, the Ryan White Comprehensive AIDS 
Resources Emergency (CARE) Act of 1990 (P.L.101-381), is the 
only major Federal law specifically designed to provide treatment 
for individuals with HIV infection including AIDS. 

The Ryan White CARE Act consists of four discrete titles. 
Title I provides Emergency Relief grants to areas hardest hit by 
the epidemic. Title II HIV Care Grants are distributed to all 
states for the purpose of improving the quality, availability, and 
organization of care for individuals with HIV infection. Fifteen 
percent of Title II funds must be used for services to children, 
women, and their families. Title III Early Intervention Services 
Grants to States and Clinics are to be used to develop 
comprehensive early intervention services for individuals who 
require outpatient counseling, testing, referrals, clinical and 
diagnostic services, and other therapeutic measures related to 
HIV disease. Title IV General Provisions, Reports, and 
Evaluations authorizes a demonstration program to develop 
experimental drugs for pediatric AIDS patients and to provide the 
necessary primary health care to support children's participation 
in these drug trials.^ 
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As the Committee on Energy and Commerce (May 31, 1990) 
concluded in its legislative report accompanying the Ryan White 
CARE Act, the development of the bill arose from, "a basic 
concern that...AIDS preventsve health services are poorly fimded, 
unevenly available, and often disjointed one from another." 

While no single piece of significant legislation or other 
authority hai been enacted to deal specifically with preventing 
or treating HIV disease among adolescents, the Ryan White Act 
contains provisions that have the potential to improve accej'»s to 
essential services for children and adolescents who are infected 
with HIV. 

Implementation of the Ryan White Act has been significantly 
hindered by a severe lack of resources. In FY 1991, funding for 
the Act was only $221 million, less than one-fourth of the l\ill 
$875 million authorized, and funding rose only to $280 million in 
FY 1992.^ According to Jean McGuire, former director of the 
AIDS Action Council, The increase in government dollars [in the 
Ryan White CARE bill] is to address new and growing seivice 
needs, but grandiose as that increase sounds, it doesn't match the 
projected need in ihe hardest-hit cities...even that money is kjss 
than a third of what New York is going to need in the next four 
or five years."^ 

Other implementation problems include exclusion of {pediatric 
and adolescent care providers from the required HIV Planning 
Councils in some metropolitan areas; lack of involvement of many 
state Maternal and Child Health programs in the planning process 
for CARE Grant funds, even though they may be the primary 
source of care for low-income women and children in the state; 
and, despite the comprehensive continuum of services mandate in 
the law, when limited funds are exhausted, services may not be 
available regardless of an individual child's eligibility or need/ 

B. OVERALL FEDERAL SPENDING FOR HIV AND AIDS 
GROWING, BUT REMAINS INADEOUATE 

When the Select Committee issued its last report, fewer than 
50,000 people in the U.S. had been diagnosed with AIDS. Since 
that time, nearly 160,000 additional people have been diagnosed 
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and Federal efforts to respond to the epidemic have intensified. 

The largest Federal expenditures on AIDS are in the Public 
Health Service (PHS) and in the Medicaid Program, Between 
Fiscal Years 1988 and 1991, PHS expenditures on AIDS 
prevention and research doubled, from $962 million to $1.9 
billion, and Federal Medicaid expenditures for AIDS-related care 
increased from $330 million to an estimated $870 million.^ For 
total Federal expenditures related to HIV and AIDS see Table 
1 below. 
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Table I. Government-Wide Spending on AIDS 



(Obligations in $ millions) 





FY1988 
Actual 


FY1989 
Actual 


FY1990 
Aaual 


FY1991 
Actual 


FY1992 
Estimate 


PHS 


962 


1301 


1,590 


1,888 


1,967 


Medicaid 
(Federal Share) 


330 


490 


670 


870 


1,080 


Medicare 


30 


55 


110 


180 


280 


Social Security - DI 


80 


125 


180 


240 


310 


SS - SSI 


18 


28 


39 


65 


100 


Civil Rights 


0 


3 


3 


3 


3 


Veterans Affairs 


S4 


142 


208 


217 


375 


Defense 


53 


86 


125 


127 


97 


AID 


30 


40 


41 


50 


56 


Justice/Prisons 


1 


2 


4 


6 


7 


State 


1 


2 


2 


1 


1 


Labor 


1 


1 


1 


1 


2 


HUD 


0 


0 


0 


0 


67 


Education 


1 


0 


0 


0 


0 


TOTAL 


1^91 


2,275 


2,973 


3,648 


4345 



Source: Office of Management and Budget, March 6, 1992. Provided by 
Congresaional Rctearch Service. March 199Z 
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The focus of AIDS-related PHS spending has chMged 
throughout the course of the epidemic. By FY 1991, 45% ot 
PHS spending on AIDS was targeted for basic science r^^h, 
36% was targeted for risk assessment and prevention, 7% tor 
clinical health services research and delivery, 4% for product 
evaluation, research, and monitoring (i.e. drug and vaccin^ 
diagnostic materials etc.), and 1% for other PHS^wide activitie^ 
(including construction and activities of the National AIDS 
Program Office.)*^ 

In September 1991, the National Commission on MDS 
issued its comprehensive report, "America Uvmg With AIDS to 
the President and the Congress. In the process of holding 
hearings, site visits, and consultations across the country, the 
National Commission on AIDS heard from over one thousand 
people who have been affected by the HIV epidemic and 
concluded that, "Our nation's leaders have not done well. In the 
oast decade, the White House has rarely broken its silence on the 
topic of AIDS. Congress has shown leadership m developing 
critical legislation, but has often failed to provide adequate 
funding for AIDS programs."^ 

Among the chief recommendations of its comprehensive 
report, the National Commission caUed for the development of 
a national plan to find out what is needed most in preventing and 
treating HIV and AIDS. As part of this national plan, the 
Commfesion recommended that the Federal Government establ^h 
a comprehensive HIV prevemion initiative authorized by 
Congress and developed by the Department of Health and 
Human Services to provide flexible resources to State and local 
governments and other public or private nonprofit entities for 
Lmmunity-wide HIV prevention efforts. Hie Commission also 
recommended full funding for the Ryan White CARE Act 

Sf^t.. rnntrib»*^ St pnincantlv f » ATnS.Related Prevention and 
Services 

While the Federal Government plays a primary role in 
funding for AIDS-related research, prevention, and servi-es, states 
and private individuals and organizations have shared this burden 
particularly during the early years of the epidemic. The total 
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contribution of private individuals and organizations is unknown. 
For the past several years, however, the Intergovernmental Health 
Policy Project at George Washington University (GWU) has 
reported on state-only spending dedicated to the HIV epidemic. 
In a report published in November 1991, GWU found that over 
the previous six years, the cumulative total of state-only spending 
exceeded $1 billion, 55% of which had been appropriated in the 
past two fiscal years.^ 

The remainder of this chapter describes the Federal HIV- 
related effort in order to help inform discussions about the most 
efficient use of these limited Federal resources. 

C EXTENT OF FEDERAL HIV-RELATED EFFORTS 
DEDICATED TO ADOLESCENTS LARGELY UNKNOWN 

Various studies have evaluated the Federal effort related to 
HIV.^ To date, however, little attention has focussed on the 
effectiveness of Federal efforts to prevent HIV among youth and 
to serve adolescents who have been infected with the virus. 

With the assistance of the Congressional Research Service 
(CRS), the Select Committee surveyed seven Federal agencies 
during the summer of 1991 to determine the extent of the 
Federal AIDS-related effort that serves or targets youth. A list 
of the agencies surveyed by the Select Committee follows. 
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Tabk 2: Fedlerul Ageiides Smvtyea the Sdcct Committee 
Regarding mV-Rdated Efforts Serving or Targeting 
Yooth^^^ 



L Centers for Disease Qwitrol (CDC) 

National Center for Chronic D sease Prevention and Health 

Promotion (NCCDPHP) 
National Center for Infectious Diseases (NCID) 
National Center for Prevention Services (NCPS) 
National ADDS Information and Education Program (NAIEP) 

n. Office off the Assistant Secrcturv for Health (OASH) 

Office of Minority Health (OMH) 

m. Indian Health Service OHS) 

IV. U.S. Deoartment off Justice. Office of Juvenile Justice and 
Delinquency Prevention (OJJDP) 

V. Health Resources and Service Administration (HRSA) 

Bureau of Health Resources Development (BHRD) 

Maternal and Child Health Bureau (MCHB) 

Bureau of Health Professionals (BHPr) 

Bureau of Health Care Delivery and Assistance (BHCDA) 

VI. National Institutes off Health (NOti 

National Institute of Allergy and Infectious Diseases (NIAID) 
National Institute of Child Health and Human Development 

(NICHD) 
National Cancer Institute (NCI) 
National Institute of Dental Research (NIDR) 
National Center for Nursing Research (NCNR) 
National Center for Research Resources (NCRR) 



The Select Committee did not wivey the Department of EducatioD or the 
Department of Labor. Acoordiog to the Office of Management and Budget, these 
agCDdct had a toUl AIDS budget of $1 millioo or Im in Fiscal Yean 1988-1991. 
Prcvcntioo cfforU for achoot age youth arc primarily conducted by the Diviaion of 
AdkAcMoeni School Health, NCCDPHP, of the Ccatcta for Diictte Cootiol. 



H.Rept. 102-1074 - 92 - 9 ^ ^ .J 
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^* Alcohol Prog Abuse, and Mental Health Administratis 
(ADAMHA) 

National Institute of Mental Health (NIMH) 
National Institute on Drug Abuse (NIDA) 
National Institute on Alcohol Abuse and Alcoholism 
(NIAAA) 



The Select Committee asked each agency to identify the 
Bureaus or Divisions under its jurisdiction whose AIDS-related 
activities target or serve adolescents. Each Bureau or Division 
was asked to provide to the Select Committee its AIDS-related 
mandate, a list of AIDS-related activities in fiscal years 1988-1991 
which targeted or served adolescents, any documents that evaluate 
those efforts, and an estimate of the percent of its AIDS-related 
budget that serves adolescents. 

While the Select Committee found that each of the Federal 
agencies surveyed does target or serve youth in at least one HTV- 
related activity, it is virtually impossible to determine the depth 
of these efforts. 

Many of the activities offered by the agencies serve 
adolescents- as a sub-group of populations served, yet the funding 
for the entire project is included in the agencies' adolescent 
AIDS budget estimates. Other agencies provided incomplete 
funding information or were unable to estimate the percent of 
their total AIDS budget that targeted or served youth. 

For those agencies that provided complete funding data, 
amounts expended may have increased since 1988, but total 
estimated spending for adolescents remains a very small 
proportion of the total expenditure for AIDS by the Federal 
Government. Additionally, as has been mentioned previously, few 
agencies or divisions have evaluated their HlV-related efforts 
serving youth, and few resources have been dedicated to the 
dissemination of the model programs. See Table 3 for a summary 
of the funding information provided to the Select Committee. 
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Table 3: Federal Agency AIDS Badgets Dedicated to Adolescents^^^ 

(in millions) 



FEDERAL AGENCY 
Centers for Disease Control 



AMOUNT AND PROPORTION 



National Center for Chronic Disease 
Prevention and Health Promotion 
National Center for Infectious Diseases 
National Center for Prevention Services 
National AIDS Information and Education 
Program 

Office of the Assistant Secretary for Health 

Office of Minority Health 

Indian Health Service 

Office of Juvenile Justice and 
Delinq uency Prevention 



$43.0 

S 7.3 
$29.0 
$ 2.8 



$ 3 
$ 2.7 
$ .4 



Health Resources and Services Administration 

Bureau of Health Care Delivery $ 1.8 

and Assistance^^^ 



(85%) 

(6%) 
(13%) 
(9%) 



(8%) 
(10-20%) 
na 

( 1%) 



Health Care Financing Administration 

Medicaid not available 

National Institutes of Health 

National Institute of Allergy and not available 

Infectious Diseases 



W E*timatcf for FY 1991 unless otherwise noted. 

The onhy HRSA Bureau reporting estimated expenditures for AIDS-relalcd activittc« 
for adoteicenu. 
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National Institute of Child Health 

and Human Development 
National Cancer Institute 
National Institute of Dental Research 
National Center for Nursing Research 
National Center for Research Resources 



$ 2.2 
$ .1 
$ .2 
$ .1 



$ 2.9^'^ 



( 1.4%) 
( 0.2%) 
(6%) 
( 0.3%) 



( 9.3%) 



Alcohol. Drag Abuse, and Mental Health Administration 



National Institute of Mental Health (FY90) 
National Institute on Drug Abuse (FY90) 
National Institute on Alcohol Abuse 
and Alcoholism 



$ 6.1 
$ 7.1 
$ 1.1 



(9%) 
( 5.1%) 
(13.1%) 



TOTAL 



$107.1 



The largest Federal expenditures for HlV-related services, 
research, and prevention targeting youth are described in the 
remainder of this chapter. 

D- FEDERAL HIV PREVENTION PROGRAMS SERVTNC 
ADOLESCENTS GROWING. BUT FEW EFFORTS TESTOn 
OR COORDINATRD 

Four of the agencies surveyed reported that they sponsor 
HIV prevention activities that serve adolescents: the Centers for 
Disease Control, the Office of Minority Health, the Indian Health 
Service, and the Office of Juvenile Justice and Delinquency 
Prevention. 

Centers for Disease Contro l (CDC) 

Since the Select Committee's 1987 report A Generation in 
Jeopardy: AIDS and Children, the Centers for Disease Control 



According to materials submitted by the Office of AIDS Research to the Select 
Committee, the FY 1991 AIDS budget for NICHD was $5.29 million. However, the 
cancellation of the American Teenage Study reduced the toul to $2.90 million. 
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have significantly expanded their HIV-related efforts on behalf 
of youth. Presently, four centers within the CDC report HIV- 
related activities targeting or serving youth; three of these centers 
focus primarily on prevention. 

National Center for Chronic Disease Prevention and Health 
Promotion (NCCDPHP) 

Within the CDC, NCCDPHP allocates the greatest portion 
of its resources to AIDS activities that serve adolescents. 
NCCDPHP estimates that in FY 1991, approximately $43,000,000, 
85% of its HIV budget, will be used for activities that serve 
adolescents. 

NCCDPHP currently provides financial and technical 
assistance to 71 slate, territorial, and local departments of 
education to facilitate HIV prevention in schools Vithin the 
context of a comprehensive school health program."^^ Grants are 
also awarded to 24 collaborating national organizations (e.g.. 
Council of Chief State School Officers, National Association of 
State Boards of Education, National PTA, National Network of 
Runaway and Youth Services) to assist schools and agencies 
serving youth in high-risk situations to provide HTV and substance 
abuse education. 

NCCDPHP also operates three training centers to assist 
teachers to incorporate HIV into comprehensive school health 
curricula, and operates a national youth risk surveillance system. 

In-School Youth Not Served Adequately. Teacher s Lack Training 

In May 1990, the U.S. General Accounting Office (GAO) 
published a study criticizing the impact of CDCs efforts with in- 
school youth/^ GAO found that only two^hirds of the nation's 
public schools provided formal HIV education, and that those 
with formal programs often failed to offer the information in the 
upper grades when the probability of sexual activity and drug use 
is highest GAO also found that small school districts were the 
least likely to offer programs; program evaluation is generally 
weak or absent, and most teacher training is inadequat'^. The 
GAO report made the following recommendations: 
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1) increase HIV education for 11th and 12th grade students; 

2) help smaller school districts implement HIV education; 

3) ensure that state and local grantees collect adequate data 

about student risk behaviors; and, 

4) develop guidelines for training teachers to implement 

HIV education. 



In June 1991, Lloyd Kolbe^ Director of the Division of 
Adolescent and School Health (DASH) within NCCDPHP, 
testifled at the Select Committee's hearing that in FY 1991, CDC 
addressed each of the GAO recommendations by requesting that 
funded national organi2ations and state and local education 
agencies address all four issues in their continuation applications. 

Additionally, in response to the 1990 Senate Appropriations 
Committee's direction, CDC redirected HIV education resources 
to establish 24 new regional centers administered by the states to 
train teachers to implement comprehensive school health 
education curricula, including HIV education.^^ 

HIV Preve ntion Efforts for Out^f-School Youth Esneciallv 
Limited 



A second May 1990 GAO report was also critical of the slow 
evolution of programs for out-of-school youth who are at 
increased risk of HIV infection/^ To date, DASH has awarded 
six grants to national organizations concerned with AIDS 
prevention in out-of-school youth. These programs have 
developed materials and provided technical assistance for 
networks serving runaway, poor, minority, migrant, and 
incarcerated youth. 

Needs of out-of-school youth were also to be addressed by 
grants to State Education Agencies (SEAs) and Local Education 
Agencies (LEAs). However, these agencies vary widely in their 
ability to meet the needs of this population; GAO found that 
very few education agencif - targeted out-of-scbool youth for any 
HTV education services. Alter two years of funding, about one- 
third of the originally funded SEAs had done little more than 
preliminaiy planning to serve this population. In FY 1989, 
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NCCDPHP estimated that about 4% of SEA and 7% of LEA 
funds had been spent on out-of-school youth.^^ 

In FY 1991, NCCDPHP provided funds to four local health 
departments (Chicago, District of Columbia, Los Angeles, and 
New York) in order to establish or enhance coalitions of youth- 
serving organizations to provide HTV prevention education to 
youth in high-risk situations and to meet the multiple service 
needs of this population. 

Other branches of CDC have also reported cooperative 
activities with public health departments and locally nominated 
community-based organizations to serve out-of-school youth (see 
below). However, these efforts have not been evaluated. 

National Center for Prevention Services (NCPS) 

During FY 1988-1991, NCPS provided technical and financial 
assistance to state and local health departments, hemophilia 
research projects, and community-based organizations serving 
adolescents to conduct and evaluate HIV prevention programs. 

In FY 1991, 90 organizations were funded to serve youth in 
high-risk situations through street outreach, peer education 
programs, small group and individual counseling sessions, and 
community and theater workshops. An additional 24 minority and 
other community-based organizations received funding to conduct 
HIV prevention programs for high-risk populations, including 
youth. 

Since 1985, the U.S. Conference of Mayors has awarded 
CDC grants to 135 community-based AIDS education projects. 
Seven of these community-based organizations received funding 
for programs targeting youth. 

NCPS also provides support for HIV antibody testing and 
counseling services. In 1988, 9% (26,772) of persons receiving 
these services were adolescents. By 1991, the number of 
adolescents tested had nearly doubled to 46,230 (14% of those 
served). 
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NCPS estimates that in FY 1991, approximately $29 million 
(13% of its HIV budget) will be directed to activities targeting 
adolescents. No evaluation of NCPS HIV-related efforts serving 
youth was provided. However, NCPS recently announced the 
availability of funding for the evaluation of outreach programs 
serving adolescents and drug users. Data will be provided in 
three phases over a 3-5 year period. 

National AIDS litformation and Education Program (NAIEF) 

NAIEP is charged with providing the general public with 
information about HIV infection and AIDS. Its mandate is 
accomplished through national public service advertising, a 
National AIDS Qearinghouse, a National AIDS Hotline with toll- 
free services in English, Spanish and TTY service for persons 
with hearing impairment, a national partnerships program, 
technical assistance to state and local health agencies, and applied 
research and evaluation of health communication efforts. 

The National AIDS Hotline estimates that 20% of the over 
one million callers annually are under age 20. In addition, 
according to NAIEP, a centerpiece of the "America Responds to 
AIDS" public information campaign is a prevention guide to assist 
parents in discussing HFV infection with their teens. This has 
been adopted by the National PTA and widely disseminated 
through church and school systems. 

NAIEP estimates that in FY 1991, approximately $2,800,000, 
or 9% of its budget, will provide information services to 
adolescents. NAIEP has not engaged in adolescent-specific 
evaluation efforts. 

Office of Minority Health 

The Office of Minority Health funded seven three-year 
projects ending September 1991, and five three-year efforts 
ending September 1992, primarily to provide outreach services 
and education to minority adolescents at risk of HFV. Examples 
of projects which ended in 1991 include tiie Peer Teen AIDS 
Prevention Program targeting out-of-school Latino adolescents in 
southern California; STOP AIDS Training of Peer Trainers, a 
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two-year college based training program for Head Start parents 
in the inner-city of Chicago; and the South Dakota Tribal AIDS 
Education Prevention Project 

Additional projects due to expire in 1992 include provision 
of culturally-sensitive AIDS education to school-aged Athabascan 
tribal children in rural Alaska; street education/outreach and peer 
initiated home-based workshops targeting young African-American 
adults in Atlantic City, New Jersey; and a prevention program run 
by the United Methodist Community Centers in Omaha, 
Nebraska. 

Indian Health Service (IHS) 

The AIDS/HIV Program of IHS addresses AIDS-related 
concerns among all age groups of American Indians and Alaska 
Natives. Each Indian Health Service or tribal health center, 
known as a Service Unit, has two AIDS counselors who provide 
AIDS information to hospital and clinic patients as well as 
education to the community about the prevention of AIDS. 
Service Unit health educators, public health nurses, and 
community heahh representatives also provide school AIDS 
prevention education. 

In FY 1990, for the first time, the Indian Health Service 
awarded approximately $1 million to 14 tribal Adolescent Health 
Centers for three-year demonstration programs to provide 
comprehensive health promotion and disease prevention education 
and activities, including information about AIDS. 

The IHS estimates that approximately 10-20% of its $2.7 
million AIDS budget serves adolescents. There are no reports 
that specifically evaluate the IHS AIDS efforts with respect to 
adolescents. 

Department of Justice Office of Juvenile Jus tice and 
Delinquency Prevention (OJJDP) 

The mission of the Special Emphasis Division of OJJDP is 
to protect missing and runaway juveniles and to provide substance 
abuse prevention and services to substance-abusing juveniles. 

2 ^> ' ' 
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According to the Division's Deputy Director, "AIDS becomes a 
related concern, although not a high priority in the sense that 
gang activity or substance abuse among juveniles are."^^ 

Between FY 1988 and FY 1991, the Special Emphasis 
Division supported only one AIDS-related activity that served 
adolescents. This one-year grant of under $400,000 funded a 
project entitled "Prevention and Intervention for Illegal Drug Use 
and AIDS Among High Risk Youth." Two documents from thJs 
project are cxpGcted in the winter of 1992: 1) an assessment of 
the "status of programs in the nation for HIV infection, substance 
abuse and sexual exploitation"; and 2) a manual for practitioners, 
social service administrators, and law enforcement personnel who 
serve youth with HIV and substance abuse problems. 

In FY 1990, The Traiiijii& Diskeminatioii, and Technical 
Assistance Division of OJJDP awarded a $25,000 grant to the 
American Correctional Association which conducted an "AIDS 
and HIV in Juvenile Justice Workshop" for juvenile case workers 
and developed two videos on AIDS/HIV for caseworkers and 
juvenile offenders. 

OJJDP does not have an AIDS budget Approximately 6% 
of the 1989 budget of the Special Emphasis Division was 
allocated to the activity described above. Less than 1% of the 
FY 1990 budget of the Training, Dissemination, and Technical 
Assistance £>ivision was allocated to the activities described. 

E. PATIENT CARE/SERVICES AND TREATMENT FOR 
YOUTH PIECEMEAL, ADOLESCENTS RARELY 
TARGETED 

Ilcidth Care Finandng Agency > Medicaid 

The primary way in which the Federal Government pays for 
medical services for adolescents with AIDS is through Medicaid 
However, estimated Medicakl expenditures for adolescents with 
ADDS are not available/^ As has been stated previously, due to 
changes in Federal law enacted in 1990, Medicaid eligibility has 
been expanded to gradually phase in coverage to children under 
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age 19 who are in families with incomes below the federal 
poverty level. This escpansion will certainly assist numerous 
children. However, it is unlikely to help adolescents for a 
number of years. All poor adolescents under a^e 19 will not 
become eligible for Medicaid untU October 2001.^'^ (See Chapter 
IV for a further discussion of issues related to access to HIV- 
related services and treatment for adolescents.) 

Health Resources and Services Administration (HRSA) 

In addition to the Health Care Financing Administration 
(HCFA), which operates the Medicaid program, the Health 
Resources and Services Administration (HRSA) is the lead 
Federal agency charged with providing HlV-related care and 
services. Funds authorized by the Ryan White Comprehensive 
CARE Act of 1990 are the primary source of funds allocated by 
HRSA, although none of the law's provisions specifically targets 
adolescents. 

In general, HRSA's AIDS efforts do not directly target any 
particular age group, including adolescents, though youth are 
eligible for HRSA services and programs. Each of the four 
bureaus under HRSA's jurisdiction reported AIDS-related 
activities that serve adolescents directly or indirectly. 

Bureau of Health Resources Development (BHRD) 

In 1986, BHRD awarded AIDS Service Demonstration 
Program (AIDS SDP) grants to four cities to help them develop 
strategies to deliver health care services to people with AIDS. 
By the end of 1989, grants were awarded to 25 metropolitan 
areas. Only two of these grants specifically targeted adolescents 
(Los Angeles, CA and Houston, TX). HRSA estimates that in 
1988 approximately 2,000 teens were served by the AIDS SDP 
program, 7% of the total recipients, and that in 1989 
approximately 7,100 teens were served, 9% of the total 
population served by the demonstration projects. 

The AIDS SDP programs expired September 1991, but were 
partially replaced by programs authorized under Title I of the 
Ryan White CARE Act. Four cities receiving Title I Emergency 
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fonnula grants have specific plans to serve adolescents. In Los 
Angeles, adolescents will be served by a program which provides 
outreach, medical evaluation and treatment, and support services 
to persons at risk of HIV. Chicago will provide six case 
managers (of 96 total) to address the needs of women, children, 
and then- families. In San Francisco, these Title I funds will 
augment a HRSA funded Pediatric AIDS Etemonstration Project 
that serves runaway and homeless youth, youth in the juvenile 
justice system, and those at high risk of injecting drug use. The 
Title I funds will provide primary medical care services for HIV^ 
infected youth and additional counseling, referral, and drug 
treatment services. Houston will continue to support a project 
initiated with AIDS SDP funds which provided HIV education to 
minority youth and their families, as well as at-risk juvenile 
offenders. No funding levels have been determined for these 
projects. 

Under Title II of the Ryan White Act, States receiving HIV 
CARE Grants are required to use 15% of funds to provide 
health and support services to infants, children, women and 
families with HTV disease. Details for specific programs targeted 
to adolescents are not yet available. 

Maternal ami Child Health Bureau (MCHB) 

Some projects targeted to adolescents at risk of AIDS are 
funded by MCHB through Special Projects of Regional and 
National Significance (SPRANS), a Federal set-aside authorized 
under the Maternal and Child Health Block Grant. For example, 
five comprehensive community-based programs were funded in 
San Juan, Puerto Rico; Lake View, Arkansas; Denver, Colorado; 
San Francisco, California; and Honolulu, Hawaii, to provide 
integrated services to adolescents at risk of AIDS and other 
health problems. Sbc university-based projects in Maryland, 
Alabama, Ohio, Minnesota, California, and Washington provide 
interdisciplinary training in the care and management of 
adolescent health, and include youth with high-risk behaviors and 
homeless youth who are seropositive. 

SPRANS are also funding coordinated comprehensive care 
for street youth, school dropouts, incarcerated youth, and 
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adolescents engaged in high-risk intravenous drug use and/or 
sexual activities through projects in New York City, Seattle-King 
County (WA), San Francisco, New Orleans, and Mmneapolis^n 
addition, HemophiUa Treatment Centers have t^geted HTV- 
seropositive adolescents and their sexual partners for HIV risk- 
reduction programs. 

MCHB also provides technical assistance to adolescent health 
coordinators in state MCH units and ongoing consultations to 
school health programs and school nursing organizations. 

MCHB did not provide funding histories or evaluation of its 
AIDS-related efforts on behalf of adolescents to the Select 
Committee. In addition, while not included in matenak 
submitted as a response to the Select Committee survey, MCHB 
also administers the Pediatric HIV/AIDS Demonstration program. 
In FY 1990 and 1991, seven of these demonstration programs 
served or targeted adolescents. 

Bureau of Health Professions (BHP) 

BHP administer 17 AIDS Education and Training Centers 
which provide AIDS education and training programs for health 
professionals to help them address HIV Prevention «>umehng, 
testing, diagnosis, and treatment of individuals mfected with HIV 
including adolescents. An estimate of the proportion of the tota 
budget for this program that serves adolescents indirectly is not 
available. 

Bureau of HeaUh Care Assistance and Delivery (BHCAD) 

With funding from Title III of the Ryan White Act, the 
Division of Special Populations Program Development ot 
BHCAD provides grants to 21 Integrated Primaiy Care 
Substance Abuse Program projects serving 2,500 adolescents, 
including two adolescent-specific programs which alone served 
over 1,200 adolescents. The two programs that target adolescents 
have been awarded a total of $1.8 million, or 1% of the total 
budget of the project. This demonstration project is currently 
under evaluation. However, results were not available at the time 
this report was printed. 

27: 
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Other HRSA Activities 



^u*",! P'^P^g a comprehensive summary of 
adol^nt health activities and strategies, in collaboration with 
Ae Pubhc Hedth Service Panel on Women, Adolescents, and 
Children with HIV Infection and AIDS, which is chaired by the 
Surgeon General Ibis PHS panel meets on a monthly basis 
without specifically allocated funding or staff. While not 
mentioned m response to the Committee's request for 
mforaiation during the summer of 1991, this panel has focussed 
Its etlorts during the past year on issues affecting adolescents A 
report^about HIV and AIDS among adolescents is in the planning 

Hiy-REIATED RESEARCH Sttrving OR TAPr.m^Mr^, 
ADOLESCENT S SKETCHY AN p INSIJFFTrTF?;?F 

Two Federal agencies are primarily responsible for HIV- 
H 1?? ^''^^^ adolescents: the National Institutes of 

Health (NIH), and the Alcohol, Drug Abuse, and Mental Health 
Administration (ADAMHA). 

National Institutes nf Health 

In 1987, accordbg to evidence cited in the Select 
Ax^l^^J /^P^"^ A Generation in T.^r'"--^Y' Children .nH 
^ 0.6% (or $152,000) of NIH's $252 milUon Amf^^^ 
budget was dedicated to projects specifically targeted to 
adolescents. Since that time, NIH .AIDS funding on behalf of 
youth has increased significantly. However, the proportion of 
the total NIH AIDS budget directed toward adole^nt r«^arch 
remaius minuscule. 

Within NIH, several Institutes reported HIV-related activities 
y^"^''' including NICHD, NCRR, NIAID 
Na, NmR. and NCRR. According to the NIH Office of AIDS 
A^'^' J^J^ ^°::"'»^°tf specifically evaluating adolescent 
/^S-related actmties by NIH. Highlights of NIH-sponsored 
behavioral, epidemiological, and clinical triils research sSving or 
targeting youth follow. ^ 
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Behavioral Research Eflbrts Severely Limited 

National Institute of Child Health and Human Development 

(NICHD) 

Within NIH, NICHD maintains the largest AIDS-related 
budget that serves adolescents. Through it5 Center for Research 
for Mothers and Children and its Center for Population 
Research, NICHD supported an average of 11 projects in Fiscal 
Years 1988-1991. These included: examinations of adolescents' 
knowledge, attitudes, beliefe, and experiences related to STDs and 
AIDS; contraceptive decision-making in adolescent women; 
condom use related to AIDS prevention among inner-city low 
income African-American and Hispanic youth; social skills training 
for AIDS prevention; and AIDS education for children and tneir 
parents. 

According to materials submitted to the Select Committee by 
the NIH Office of AIDS Research, NICHD allocated $5,300,000 
in FY 1991 for projects serving youth, or 16% of its total AIDS- 
related budget. In the summer of 1991, however, the 
Administration cancelled the American Teenage Study which 
accounted for more than half (55%) of NICHD's adolescent 
AIDS-related activities. Adjusting for this change, therefore, 
total NICHD AIDS-related spending that served youth was 
$2,900,000 in FY 1991, 9.3% of its AIDS-related budget 

According to NICHD, the purpose of the American Teenage 
Study was to obtain critically-needed information about the roles 
that parents, pee*^ -^lues, school experience, and the community 
play in reducing the risks of sexually-transmitted diseases, alcohol 
and other drug use, and unwanted pregnancy, and also to provide 
estimates of the prevalence of risky behavior among adolescents/ 

The study design and contents had undergone years of 
rigorous scientific peer review and had previously been approved 
by the Public Health Service, Additionally, just weeks before 
the study was cancelled. Select Committee witnesses described the 
difficulty they have had tracking and predicting the course of the 
STD epidemics and in developing prevention programs without 
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adequate data.^'' Their testimony echoes the findings and 
recommendations made by the National Research Council, the 
Office of Technology Assessment of the U.S. Congress, the 
Institute of Medicine, and the Secretary's Work Group on 
Pediatric HIV Infection and Disease,^ As observed by the 
National Commission on AIDS: 

Efforts have been made to constrain or forbid behavioral 
resea*'ch; in the Cace of the most dea<lty disease ever to 
confront humanity, some would prohibit even tbe study of 
human behaviors that put our children at risk. Thus we 
disarm ourselves in the midst of lethal battle.^^ 

National Center for Nursing Research (NCNR) 

Since FY 1988, NCNR has supported two AIDS-related 
grants that serve youth: a three-year study of early behaviors 
that contribute to HIV risk among adolescents from rural high 
schools; and a seven-year longitudinal study of the long-term 
effects of psycho-educational intervention on sexual risk-taking 
among persons with a sexually transmitted disease. It should be 
noted, however, that while NCNR includes this second project in 
its adolescent AIDS budget, the study population is persons ages 
18 to 35. NCNR estimates that 6% of its AIDS-related budget 
serves adolescents. 

Clinical Triate Inaccessible for Youth, Critical Research 
Questions Unanswered 

During the; first decade of the HIV epidemic adolescents 
were largely excluded from pediatric and adult clinical trials.^^ As 
a result, ba'ic questions about the needs of adolescents have 
remained imanswered. For example, adolescents metabolize drugs 



While lets publicized, funding for other NICHD-sponsored research about socual 
behavior hM also been deferred. One project entitled "The Sodal Demography of 
InierpeiaoQal Relatiooft** would have tupported a crou-tectiooa] turvey study of 
the sexual ptactioet of adulu agca 18-44 in two metropolitan areas. Reliable and 
valid informatioii oo these mattcn is nearly non^^oiitent and this research haa been 
repeatedly iJentifiod by natiooal advisoty pai>eb at absent in research literature. 
(LaunMnn, Unh^ty of Chicago, Principle Invcttigator. Penonal 
coffifflunicatkm* October 1991.) 



27- 



261 



differently than adults^, but to date little is known about 
zidovudine (AZT) treatment in adolescents* although it was the 
first drug approved for treatment of AIDS and HTV infection,^ 
Moreover, according to the Office of Technology Assessment, 
there are no specific guidelines available regarding the treatment 
of adolescents with HIV infection or AIDS (Le., appropriate drug 
dosages^ toxicity levels, and appropriate laboratory and 
neuropsychological assessments,)^ 

The NIH recently lowered the age for eligibility for many of 
its adult trials to 18 years and raised the age for eligibility for its 
pediatric protocols to 18 years. Because adolescents have not 
been actively recruited for these trials, however, many eligible 
adolescents are not involved.^ Additionally, adolescent health 
care specialists have been largely excluded from the planning and 
implementation of trials that serve youth.^ 

National Institute of AUergy and Infectious Diseases (NIAID) 

Adolescents have not been targeted as a specific patient 
population in NIAID AIDS clinical trials. Notiuj that from a 
sociological and health care p>erspective, adolescents do have 
special needs, NIAID recently announced the availability of 
supplementary funds to assist existing adult and pediatric A^S 
Qinical Trials Units in enrolling, following and retaining 
adolescents in appropriate clinical trials. 

During the past 18 months, adolescents* participation in 
AIDS Clinical Trials Groups (ACTGs), an NIAID-suppoited 
AIDS clinical trials network, has increased significantly. In 
August 1990, only 150 adolescents ages 13-21 had ever been 
enrolled in ACTGs. By February 1992, this number had doubled 
to 321.^ 

Despite important progress in enrolling adolescents in clinical 
trials, racial and ethnic minority youth continue to represent only 
a small proportion of adolescents ever enrolled, despite higher 
rates of HIV infection and greater representation in AIDS cases. 
By February 1992, only 15% of adolescents ages 13-21 ever 
enrolled in ACTGs were African-American, 16% were Hispanic, 
and 2% were of other races/ethnicities. 
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NIAID's estimated FY 1991 AIDS research budget is 
approximately $433,000,000. However, NIAID did not provide an 
estimate regarding the percent of its AIDS-related budget that 
serves or targets adolescents, saying that, "Given the scientific 
mandate and structure of the Institute's AIDS activities, the 
general HIV-infected adolescent population could benefit from 
the NIAID's total AIDS research effort."^ NIAID was unable 
to provide the Committee with a description of the ACTGs in 
which adolescents are actually participating, rather than simply 



eligible, or of the research agenda for adolescent clinical trials. 
National Casicer Institute (NCI) 

The Division of Cancer Etiology within NCI funds two on- 
going studies which focus on issues related to HIV infection and 
cancer among hemophiliacs, many of whom are adolescents. 
Within the Division of Cancer Treatment, there are no studies 
that specifically target adolescents. However, adolescents under 
age 19 are eligible for several pediatric protocols. The number 
of adolescents actually participating in these protocols was not 
provided. 

According to materials submitted to the Select Committee, 
information on funding directed towards adolescents by NCI is 
unavailable. However NCI roughly estimated that approximately 
20 percent of its FY 1991 pediatric AIDS budget serves 
adolescents, or $2,200,000, This estimate reflects less than two 
percent of the total AIDS budget of NCL 

National Institute of Child Health and Human Development 

(NICHD) 

NICHD plans to open new clinical trials centers which will 
specifically target enrollment of adolescents. No funding has yet 
been allocated for this purpose. 
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Other NIH AIDS-Related Research Serving or Targeting 
Adolescents 

National Institute of Dental Research (NIDR) 

As part of a larger project on the oral manifestations of HIV 
infection, transmission, and natural history among various 
populations, NIDR grantees are currently serving approximately 
40 adolescents in the San Francisco and the Oakland areas of 
California. The total allocation for these studies is e /.mated at 
$100,000. However this was not all devoted to the adolescent 
participants* NIDR did not provide specific information about 
its projects since FY 1988, although it estimates that less than 
0.2% of its current AIDS-related budget serves adolescents. 

National Center for Research Resources (NCRR) 

Since FY 1988, NCRR has also supported two AIDS-related 
projects that serve adolescents. Descriptions of these projects 
were not provided* The total allocation over four years was 
estimated at approximately $310,000. NCRR estimates that 
0.32% of its AIDS budget is targeted to or serves adolescents. 

National Institute of Allergy ana Infectious Diseases 
(NIAID) 

NIAID is funding an epidemiological study, "Preventing HIV 
Infection Among Minority Youth," to design a scientifically tested, 
commercially available curriculum that will reduce adolescent's 
risk for HFV infection. 

AlcohoK Drug Abuse, and Mental Health Administration 
(ADAMHA) 

Each of the three research institutes within ADAMHA 
reported HFV-related research serving or targeting adolescents. 
ADAMHA's Office for Substance Abuse Prevention also supports 
AIDS prevention activities that serve adolescents, although OS.AP 
does not have a specific AIDS budget. A summary of 
ADAMHA's AIDS-related activities serving or targeting youth 

follows- ^ 

p 7 
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Behavioral Research Efforts at ADAMHA 

National Institute of Mental Health (NIMH) 

Within ADAMHA, the largest number of AIDS-related 
studies targeting youth is funded through the OfTice of AIDS 
Research at the NIMH. Since FY 1988, NIMH has funded 15 
studies that target or serve adolescents, including the 
Tamily/Media Approach to AIDS Prevention," "HIV in Street 
Youth - Epidemiology and Prevention," and "AIDS Prevention for 
Teenagers in Residential Centers." NIMH estimates that in FY 
1990, $6400,000 (9% of its AIDS budget) was targeted at or 
served adolescents. 

National Institute on Drug Abuse (NIDA) 

The Community Research Branch of the NIDA supports 
four projects involving adolescent populations and AIDS 
prevention, including an evaluation of the efficacy of AIDS 
prevention strategies targeted to adolescent runaways seiA^ed by 
runaway shelters and adolescent outreach programs, and 
community-based outreach/intervention research on risk-reduction 
strategies targeted to runaway and delinquent adolescents 
involved in drug use. 

NIDA's Clinical Medicine Branch has funded one grant that 
specifically addresses HIV and adolescents. This three-year study 
implemented and evaluated a comprehensive HIV prevention 
program for intravenous drug users and at-risk youth in jails. 
NIDA estimates that in FY 1990, $7,100,000 or 5.1% of its AIDS 
budget targeted or served adolescents. 

National Institute on Alcohol Abuse afid Alcoholism 
(NIAAA) 

Between FY 1988 and FY 1991, NIAAA has supported two 
prevention activities that serve adolescents, i»icluding a study of 
the role that alcohol use plays in contributing to high-risk sexual 
behavior among adolescents, and a project to develop, implement, 
and evaluate a culturally-relevant AIDS and drug prevention 
program for Native American youth and their families. NIAAA 
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estimates that in FY 1991, %1A miUion (13.1% of its AIDS 
budget) targeted or served adolescents. 

Office for Substance Abuse Prevention (OSAP) 

While OSAP does not have an AIDS budget, grantees of its 
High Risk Youth Demonstration Grant Program provide AIDS 
information as part of their curriculum. OSAP also recently 
published In the Absence of a Cure: Preventing AIDS Among 
High Risk Youth. 

Other ADAMHA Research 

NIAAA is currently funding a four-year epidemiological study 
of the relationship between alcohol problems and risk of AIDS. 
This project will survey perceptions, attitudes, and drinking and 
other risky behaviors among a population that includes 
adolescents, and will conduct a longitudinal follow-up of youth 
and young adults to chart changes in drinking and sexual 
practices. 

The Treatment Research Branch of NIDA has supported 
nine studies examining the effectiveness of alcohol and other drug 
treatment strategies for adolescent substance abusers. While 
these projects are likely to make important contributions to the 
goals of HIV prevention, it is unclear whether grantees 
specifically address HIV prevention within the broader context of 
preventing high-risk drug use behaviors in adolescents. 

Other Federal Research 

The National Center for Infectious Diseases (NCID) within 
the Centers for Disease Control is charged with controlling the 
spread of HIV infection though epidemiological, molecular, 
virologic, and immunologic avenues. NCID has conducted 
ongoing HIV seroprevalence surveys among Job Corps entrants 
and on college campuses, as wcl! as studies to determine HIV 
seroprevalence and risk behaviors for HIV transmission in 
adolescents in New York City and Washington, D.C. NCID also 
analyzes and collects data to describe the 5[:cctrum of disease 
occurring in HIV-infected adolescents. NCID estimates that 
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$7,300,000, 6% of its HIV budget, will be directed to activities 
targeting adolescents in FY 199L 

G- EFFORTS TO COMBAT HIV AI^^ AIDS AMONG 
ADOLESCENTS UNDERFUNDED. UNCOORDINATED. 
AND INSUFFICIENT 

The responses to the Select Committee agency survey,, as 
detailed above, clearly demonstrate that since the Select 
Committee's 1987 report on this subject, numerous agencies have 
initiated or intensified efforts to prevent HIV infection among 
adolescents and to provide them with urgently needed care. 

Despite this progress, it is virtually impossible to determine 
the actual extent of the Federal ADDS-related effort that is 
dedicated to adolescents. Based on the limited information that 
was provided by the agencies surveyed, approximately $107 
million (excluding Medicaid) is spent on HTV-related efforts 
serving or targeting youth. This amounts to less than 5% of the 
total Federal AIDS budget 

Adolescents face numerous barriers to care, vnany of which 
are related to the fragmented health care system. As noted 
recently by one policy analyst: 

The public health system, like ihe educational system, is 
highly decentralized; state and county health ofGcials have 
considerable authority over state and local public health 
programs. Aside from the usual sources of funds and 
services, such as Medicaid and the Maternal and Child Health 
Block Grant, there has been little recognition of the special 
problems confronting this population. Nor h^s the nation's 
AIDS research portfolio adequately reflected the threat of 
adolescent AIDS or the unique research questions needing 
investigation.-^^ 

Numerous experts have called for a coordinated ' Federal 
research agenda to respond to the unique issues affecting HIV- 
infected adolescents and those who are at risk of infection, and 
to provide improved training for their health care and social 
services providers. This research agenda would address, at a 
minimum, questions about the epidemiology and natural history 
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of HTV and AIDS in adolescents, the role of physiology and 
pharmacology of anti-retroviral drugs in adolescents, the 
effectiveness of various strategies for HIV prevention and health 
promotion, and barriers to improving adolescents' access to HIV- 
related health care and social servaces.^^ 

Further, while individual programs or outreach efforts might 
be required to conduct their own evaluation, no agency has 
evaluated or reported plans for evaluating its AIDS-related 
efforts on an agency-wide basis. Moreover, responses from the 
agencies surveyed indicate that AIDS efforts serving adolescents 
are essentially uncoordinated. Only HRSA identiGed a single 
"collaborative** project, the PHS Panel on Women, Adolescents, 
and Children with HIV Infection and AIDS, chaired by the 
Surgeon General. As mentioned previously, this panel is 
currently focusing on issues affecting adolescents. However, no 
findings or report have yet been produced on the speciGc issues 
of AIDS and adolescents. 

The lack of coordination of Federal AIDS activities serving 
youth has profound implications, perhaps most importantly 
because it hinders the dissemination of promising model 
prevention and services programs developed by NIH and 
ADAMHA by CDC, HRSA, and other agencies. The failure of 
Federal agencies to coordinate their HIV efforts may also 
contribute to the lack of resources dedicated to program 
evaluation. Questions as basic as the relative audience impact of 
peer education as contrasted with education i^y adults remain 
unanswered.''^ 

Federal efforts to prevent adolescent HIV/STD infection, 
unwanted pregnancy, and drug use have also been criticized for 
not recognizing the relationship between these behaviors.^ 
According to testimony submitted to the Select Committee by 
Robert Blum, President of the Society for Adolescent Medicine 
and Director of the Division of General Pediatrics and 
Adolescent Health at the University of Minnesota Hospital: 

...the federal bureaucracy is currently set up to address issues 
on a categorical basis; thus it is rarely feasible to develop 
cross-cutting interventions (e.g.* interventions which address 
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school failure, pregnancy [and AIDS] risk and substance abuse 
concurrently), despite the fact that we know that many high 
risk behaviors are interrelated^'^ 

For example, as described previously in this report, teens use 
drugs and alcohol to feel more comfortable about sex, yet drug 
use impairs their judgment about sexual matters.^ In fact, the 
Office of Substance Abuse Prevention^ has determined that 
alcohol and drug use prevention programs: 

...are in an excellent position to take an important role in 
preventing the spread of HIV among youth, HIV prevention 
can be effectively integrated with AOD [alcohol and other 
drug] use prevention efforts using many already available 
resources,^ 

Despite this opportunity to enhance the use of limited 
prevention resources, current regulatory guidelines appear to 
preclude discussion of risky sexual behavior in Drug Free Schools 
programs,^ the largest federally supported preventive intervention 
for teenagers. 

Similarly, while comprehensive school health programs have 
been widely endorsed by the CDC and DHHS, the Department 
of Education, which has jurisdiction over these programs, has 
earmarked few funds for this purpose."^^ 

The lack of coordination is in contrast with the ideal: an 
organized effort in which each agency assesses its expertise and 
resources relevant to adolescent AIDS and HIV, assumes 
responsibility for the full range of appropriate activities indicated 
by this assessment, conducts regular evaluations of its progress, 
and updates other players in a timely fashion as to the scope and 
nature of efforts undertaken.''^ 



In FY 199?, kas than SlO million wai allocated for grants for cooaprchensive tchod 
health. The Fund for Iniprovcnicnt and Reform of Schoote and Teaching (FIRST) 
and the National Diffution Network in the Department of Education, and \\\c 
Department of Adolescent and School Health at the CDC currently admintilcr 
small franla profmrn*. Pcntonal c:ommunication from Joe Caliguro, Cofflpretienaiye 
School Health Program, Department of Education, April, 1992. 
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Federal Restrictions on Explicitne&s of Prevention Materials 
Limit Program Effectiveness 

Federal efforts to prevent HTV transmission among youth 
have been significantly impaired by the inability of the Federal 
Grovemment to overcome concerns about providing explicit 
messages about how teens can protect themselves and their 
partners. In 1986, former Surgeon General C. Everett Koop 
warned: 

Controversial and sensitive issues are inherent in the subject 
of AIDS... Many people, especially our youth, are not 
receiving information that is vital to their future health and 
well-being because of our reticence in dealing with the 
subjects of sex, sexual practices, and homosexuaiity. This 
silence must end. We can no longer afford to sidestep frank, 
open discussion about sexual practices - homosexual and 
heterosexual.... 

As parents, educators, and community leaders we must 
assume our responsibility to educate our young..,there is now 
no doubt that we need sex education in school and that it 
should include information about sexual praaices that put 
our children at risk for AIDS. Teenagers often think of 
themselves as immortal, and these young people may be 
pulling themselves at great risk as they begin to explore their 
own sexuality and perhaps experiment with drugs. The threat 
of AIDS should be sufficient to permit a sex education 
curriculum with a heavy emphasis on prevention of AIDS and 
other sexually transmitted diseases."*^ 

Today the Federal Government has failed to heed Koop's 
warning. In fact. Federal agencies still disagree about one of the 
most fundamental tools for preventing HIV transmission among 
persons who are sexually active - proper and consistent use of 
latex condoms. Federally supported HFV prevention materials 
rarely include clear and explicit instructions about condom use. 
However, the Administration s Healthy People 2000 goals include 
*'increas[ing] to at least 60% the proportion of sexually active 
unmarried women aged 15 through 19 who used a condom at last 
intercourse/ and "increasfing] to at least 75% the proportion of 
sexually active, unmarried young men aged 15 through 19 who 
used a condom at last intercourse.'^^ 
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A new CDC public information ceimpaign fails to mention 
either condoms or sex in public service announcements- The 
CDC defends the omission as deliberate in order to appeal to as 
broad an audience as possible and to avoid "overloading" listeners 
and viewers.'^ 

Further, CDC grantees are required to restrict the content 
of HrV-related materials to exclude language that will not be 
"offensive." In March 1990, CDC published a requirement that 
materials and language may not be used if they are judged by a 
community review panel to be offensive to a majority of adults 
outside the intended audience.'*'^ This requirement provoked 91 
written responses which argued that it contradicted a fundamental 
criteria for public health interventions — that materials be 
understandable to the intended audience, in this case adolescents, 
not adults. Critics also found the new requirements unnecessarily 
vague and some charged that they constituted censorship/^ 

Similarly, restrictions on the explicitness of HFV '-related 
materials are criticized as cumbersome and often duplicative/^ 
CDC grantees are required to recruit a community review panel 
prior to submission of any proposal for funding. In many cases, 
funding proposals have already been reviewed by Institutional 
Review Boards;"^ in other cases, requests for proposals are 
announced with so little lead time prior to submission deadlines 
that the review panel requiiement constitutes a serious obstacle 
to eligibility/^ 

In December 1991, the CDC proposed revisions of 
requirements for content of HFV related materials for the 
purposes of enhancing coordination and consistency between 
governmental and non-governmental organizations. The proposed 
revision does not directly address the criticisms outlined above, 
but docs delete language implying that delivering HTV/AIDS 
prevention messages might encourage high-risk sexual and drug- 
related behaviors.-^^ 

In its recent comprehensive report, the National Commission 
on AIDS echoes the criticisms that have been raised for the past 
decade: 
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...There are a number of simple, readily available technologies 
that will contribute significantly to reduction in the spread of 
HIV infection- Yet AIDS education and prevention efforts 
continue to be stymied by unwillingness to talk frankly about 
sexual and drug use behaviors that risk the spread of HIV. 
Constraint on discussions of sex, whether imposed by law, 
political considerations, issues of morality, language, or 
culture, have been a substantial barrier to the creation and 
implementation of effective HIV prevention programs. There 
is a cruel irony here, for reticence about discussing sex has 
become an obstacle to the implementation of lifesaving 
prevention programs.^^ 

In an era of difficult budgetary constraints, some might argue 
that the Federal Government is unable to provide new resources 
to the HIV epidemic. The consequences of our unwillingness to 
contain the epidemic in its early years now mean that more than 
one million adolescents and adults are infected. The cost of 
providing care for these individuals is staggering. The 
psychological, humanitarian and economic costs are even greater- 

At the Select Committee's "Risky Business" hearings, Jose 
Duran asked: 



Why arc you not seeing this as a national defense issue?...If 
we can't consider public health, particularly the health of our 
adolescents who are the caretakers of our future, as a 
national defense issue, then I think we not only have 
dysfunction among our families and within our communities, 
but there is something dysfunctional going on in the Federal 
spending priorities of this country.^^ 
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Appendix A 



GLOSSARY OF ABBREVUTIONS AND TERMS^"^ 



L j^hhreviations; 
ADAMHA 



AFL 

AHCPR 

AIDS 

BHCDA 

BHPr 

BHRD 

BIA 

BMCH 
CASSP 

CDC 
CHC 
CRS 



Alcohol, Drug Abuse, and Mental Health 
Administration (PHS) 

Adolescent Family Ufe (program under Title XX of 
the Public Health Service Act) 

Agenc)' for Health Care Policy Research (DHHS) 
acquired immunodeficienqf syndrome 

Bureau of Health Care Delivery and Assistance 
(HRSA) 

Bureau of Health Professionals (HRSA) 

Bureau of Health Resource Development (HRSA) 

Bureau of Indian Affairs (U.S. Department of the 
Interior) 

Bureau of Maternal and Child Health (HRSA) 

Child and Adolescent Service System Program 
(NIMH) 

Centers for Disease Control (PHS) 
community health center 

Congressional Research Service (Library of Congress) 



W TiKS .bbremtion. .nd tvnn. included in thi. gk>«n' ^ 

Office of Technology .\«e«oent for iu Adotocent Ate* 
addUioo.1 .bb«vi«tton. have been «Jded to cUrify term. u.ed by thU report. 
U«ed with pcmuisioo. 



H.Rept. 



102-1074 - 92 - 10 
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DAWN Daig Abuse Warning Network (NIDA) 

DHHS U.S. Department of Health and Human Services 

DMCH Department of Maternal and Child Health 

EPSDT Early and Periodic Screening, Diagnosis, and 
Treatment program (Medicaid) 

GAO General Accounting Office (U.S. Congress) 

HCFA Health Care Financing Administration (DHHS) 

HIV human immunodeficiency virus (AIDS virus) 

HRSA Health Resources and Services Administration (PHS) 

IHS Indian Health Service 

lOM Institute of Medicine (NAS) 

IV intravenous 

NAIEP National AIDS Information and Education Program 
(CDC) 

NAPO National AIDS Program Office (DHHS) 

NAS National Academy of Sciences 

NCHS National Center for Health Statistics (CDC) 

NCCDPHP National Center for Chronic Disease Prevention and 
Health Promotion (CDC) 

NCI National Cancer Institute (NIH) 

NCID National Center for Infectious Diseases (NIH) 

NCNK National Center for Nursing Research (NIH) 

NCRR National Center for Research Resources (NIH) 

NCPS National Center for Prevention Services (CDC) 
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NDATUS 

NHIS 
NIAAA 

NIAID 

NICHD 

NIDA 

NIDR 

NIH 

NIMH 

NSAM 

NSFG 

OAP 

OEPHP 

OJJDP 

OSAP 
OTA 
PHS 
PID 

SPKANS 



National Drug and Alcoholism Treatment Unit Survey 
(ADAMHA) 

National Health Interview Survey (NCHS) 

National Institute on Alcohol Abuse and Alcoholism 
(ADAMHA) 

National institute of Allergy aiid Infectious Diseases 
(NIH) 

National Institute of Child Health and Human 
Development (NIH) 

National Institute on Drug Abuse (ADAMHA) 

National Institute on Dental Research (NIH) 

National Institutes of Health (PHS) 

National Institute of Mental Health (ADAMHA) 

National Survey of Adolescent Males 

National Survey of Family Growth (NCHS) 

Office of Adolescent Pregnancy (DHHS) 

Office of Disease Prevention and Health Promotion 
(DHHS) 

Office of Juvenile Justice and Delinquency Prevention 
(U.S. Department of Justice) 

Office for Substance Abuse Prevention (ADAMHA) 

Office of Technology Assessment (U.S. Congress) 

Public Health Service (DHHS) 

pelvic inflammatory disease 

special projects of regional and national significance 
(under Title V of the Social Security Act) 
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STD sexually transmitted disease 

YRBSS Youth Risk Behavioral Surveillance System (CDC) 



n> Terms; 

Abfitinence firom sexual acttvity: Refraining from sexual intercourse, 
one approach to the prevention of sexually transmitted disease (STD), 
AIDS, and pregnancy. 

Access: Potential and aaual entry of a population into the health care 
delivery system. 

Adolescence: Definitions of adolescence vary, and many observers agree 
that a definition based on age alone is not sufficient Adolescence 
typically takes place during the second decade of life, and is initiated 
by puberty, although physical and other changes occur (i.e, in height, 
weight, head size, facial structure, facial expression, and cognitive 
abilities). As used in this report, adolescence most often refers to the 
period of life from ages 10 through 18. 

African-Ameiican: See Black. 

AIDS (acquired immunodeficiency syndrome): A disease characterized 
by a deficiency of the immune system caused by human 
immunodeficiency ^nrus (HIV). The primary defect in AIDS is an 
acquired, persistent, quantitative functional depression within the T4 
subset of lymphocytes. TTiis depression often leads to infections caused 
by micro-organisms that usually do not produce infectioas in individuals 
with normal immunity. HIV infection can be transmitted from one 
infected individual to another by means that include the sharing of a 
coriitaminated intravenous needle and engaging in unproteaed sexual 
intercourse (i.e., intercourse without the use of condoms) with an 
infected person. 

Alcohol^ Drug Abuse, and Mental Health (ADM) Block Grant Program: 
The major Federal program providing funds to States for outpatient 
alcohol, dnig abuse, and mental health treatment programs. (Funds are 
not allowed to be used for inpatient services.) States receive a share 
of the ADM block grant appropriation through a formula based in part 
on the size of the State population (Subpart 1, part B of Title XIX of 
the Public Health Service Act). The ADM Block Grant Program is 
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administered by the Office of Treatment Improvement in the Alcohol, 
Drug Abuse, and Mental Health Administration in DHHS. 

Amerioin Indian or Alaska Native: A person having origins in any of 
the original peoples of North American and maintaining cultural 
identification through tribal affiliation or community recognition. 

AppropriaUon (by Congress): An Act of Congress that authorizes one 
or more Federal agencies to incur obligations and make payments fi-om 
the general fund or various special funds of the U.S. Treasury. 
Appropriations do not represent funds available in the Treasury but are 
limitations on the amounts that agencies mcy obligate during the time 
period set in the law. 

Asian or Pacific Islanden A person having origins in any of the 
original peoples of the Far East, Southeast Asia, the Indian 
subcontinent, or the Pacific Islands. The area includes China, India, 
Japan, Korea, the Philippine Island, and Samoa. 

Authorization (by Congress): Substantive legislation that aeates or 
continues a Federal agency or program for an indefinite or specified 
period of time. It may prescribe funding methods, allow a particular 
type of expenditure, or limit the level of budget authority. 

AZT: See zidovudine. 

Blacle A person having origins in any of the Black racial groups in 
Afiica. Normally excludes persons of Hispanic origin except for 
tabulations produced by the Bureau of the Census, which are noted 
accordingly. 

Block grants: Sums of Federal funds allotted to State agencies (e.g., 
education, health) which may be passed on to local agencies. States 
determine the mix of services provided and the population served and 
are accountable to the Federal Government only to the extent that 
funds are spent in accordance with program requirements. Sometimes, 
however, set-asides are required for specific population groups. 

Child and Adolwjccnt Service System Program (CASSP): A small 
program, administered by the National Institute of Mental Health in 
DHHS, that was created by Congress in 1984 to promote greater 
coordination among public and private agencies providing services to 
children and adolescents with mental health problems. 
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Ctilamydia infection: Any sexually transmitted disease (STD) that is 
characterized by infection with the bacterial agent Chlamydia 
trachomatous. Such infection, which may be asymptomatic or 
accompanied by symptoms such as dysuria (difficult urination), penile 
or vaginal discharge, and urinary frequency, can potentially lead to 
complications that include urethral stricture, urethritis, salpingitis, 
epididymitis, infertility, and adverse obstetrical outcomes. Methods of 
prevention include the avoidance of multiple sexual partners. 
Treatment is with antibiotics. Chlamydia is the most common type of 
sexually transmitted disease among U.S. adolescents. 

Cocaine: A psychoactive substance derived from coca leaves. Several 
types of coca preparations are used for their psychoactive properties: 
coca leaves (chewed), coca paste (smoked), cocaine hydrochloride 
powder (inhaled or injected), and cocaine alkaloid-"freebase" or "crack" 
(smoked). 

Cognitive-behavioral skills training program: Prevention and/or health 
promotion interventions that are based on the idea that problem 
behavior and emotional distress sometimes result from an ability to 
develop and maintain positive social relationships due to deflcits in 
social skills. Interpersonal cognitive problem solving programs focus on 
processes such as interpreting social cues and others' intentions, 
generating alternative solutions, and means-ends thinking. Behavioral 
social skills training interventions focus on leaching specific behaviors 
such as entering a peer group, accepting criticism, giving compliments 
and resisting peer pressure. Many programs incorporate aspects of 
both types of training, often as a part of a school curriculum and done 
in small groups of students. 

Community health center (CHC): An organization that provides 
primary health care and other health-related services to individuals in 
the iocal community. As of 1989, there were about 1,200 community 
health centers providing services at more than 2,000 sites throughout 
the country. Roughly half of these centers were receiving Federal 
grants under Section 330 of the Public Health Service Act, which 
authorizes grants to public and private nonprofit organizations that 
provide primary health care to populations or areas that are "medically 
undeserved." 

Comparison group: In evaluation research^ a group that does not 
receive the "experimental" intervention or program, but receives no or 
a different intervention. 
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Comprehensive services for adolescents: The elements of 
comprehensive health and related services for adolescents are not 
entirely agreed upon. They include, at a minimum, care for acute 
physical illnesses, general medical examinations in preparation for 
involvement in athletics, mental health counseling, laboratoiy tests, 
reproductive health care, family counseling, prescriptions, advocacy, and 
coordination of care; the more comprehensive may include educational 
services, vocational services, legal assistance, recreational opportunities, 
and child care services and parenting education for adolescent parents. 

Condom: A sheath commonly made of rubber worn over the penis for 
the purpose of preventing pregnancy or preventing the transmission of 
human immunodeficiency virus (HIV) or particular types of sexually 
transmitted diseases (STDs). 

Contraceptives or contraceptive methods: Methods of preventing 
pregnancy other than abstinence from sexual activity. Such methods 
include periodic abstinence (rhythm method); control of ejaculation 
(coitus interruptus); the use of spermicidal chemicals in jellies or 
aeams; mechanical barriers (e.g., condoms, caps, or diaphragms); 
prevention of implantation (e.g., intrauterine device); the use of 
synthetic hormones to control the female reproductive cycle; and - 
sterilization of the male or female partner. Various methods vary in 
terms of their effectiveness in preventing pregnancy, their side effects, 
and their noncontraceptive benefits such as protection from sexually 
transmitted diseases (STDs). 

Decisionmaking skills: Skills relevant to the ability to make rational, 
health-promoting decisions about one's life. Often a part of life skills 
training interventions. 

Delinquent acts by adolescents: Two broad categories of acts 
committed by adolescents: 1) acts that would be considered crimes if 
committed by an adult (ranging from minor offenses such as disorderly 
conduct to serious offenses such as aggravated assault); and 2) status 
offenses, which are considered offenses only when committed by minors 
(e.g., running away from home, truancy). 

Demographic factors: Age, gender, race, ethnicity, geographic location 
and socioeconomic status are typically defined as demographic factors. 

Detoxification: The recovery, or the process of bringing about the 
recovery, of a patient from a state of dependence on alcohol or other 
drug. Medical detoxification is the use of medication under the 
supervision of medical personnel to systematically reduce or eiim.inate 



284 



the effects of alcohol in the body in a hospital or other 24'hour facility. 
Social detoxiflcation is to systematically reduce or eliminate the effects 
of alcohol in the t>ody on a drug-free basis, in a specialized nonmedical 
facility by trained medical personnel with physician services available 
when required. Drug detoxification is the period of planned withdrawal 
from drug dependency supported by the use of a prescribed medication 
(e.g., methadone). 

Developmentally appropriate: Health promotion, prevention, and 

treatment services and environments designed so that they fit the 

emotional, behavioral/experiential, and intellectual levels of the 

individual who is to benefit from the service. Because of the 

<* 

asynchronous development within even individual adolescents (as well 
as individuals in other age categories), designing programs so that th^ 
are developmentally appropriate is a dislinci challenge. 

Diaphragm: A prescription contraceptive method that involves the 
insertion of a dome-shaped rubber cap with a flexible rim into the 
vagina prior to intercourse. Spermicidal cream or jelly is placed in the 
dome before insertion. The diaphragm and spermicide combination 
probably provides some protection against sexually transmitted disease 
(STD), including pelvic inflammatory disease (PID). 

Drug Abuse Warning Network (DAWN): A system that collects data 
on emergency room visits and deaths related to drug use from a sample 
of hospital emergency rooms and medical examiner facilities that report 
data for each "drug abuse" patient or death encountered by medical 
examiners. The DAWN system is designed primarily as an early 
warning system to monitor drug abuse patterns and health hazards 
associated with drug use and to detect new abuse entities and new 
combinations. The system is maintained by the National Institute on 
Drug Abuse in DHHS. 

Ethnicity: A term used to indicate national origin (e.g., Hispanic, 
Asian). Most ethnic-specific census and health status information in 
available only for indivi^,aals of Hispanic origin. 

Family life education: Ideally, a curriculum, program, or framework for 
helping young people make responsible choices and decisions by 
providing accurate and age-appropriate information about human 
sexuality, and by exploring the attitudes, behaviors, and value systems 
that shape the development of healthy sexuality. May include teaching 
of skills in communication, responsible decisionmaking, and 
assertiveness. See life skills training. Family life education is the more 
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current and encompassing term for programs formerly, and now 
sometimes, known as sex education. 

Family planning programs authorized by Title X of the Public Health 
Service Act: Title X, established by the Family Planning Services and 
Population Research Act of 1970, funds public or private nonprofit 
entities that operate voluntary family planning projects; funds training 
for personnel to improve the delivery of family planning services; 
promotes service delivery improvement through research; and develops 
and disseminates information on family planning. Contraceptives may 
be distributed without parental consent or notification, but the use of 
Title X funds for abortion as a method of family p! .nning has been 
prohibited by statute and regulations. Low-income individuals are 
targeted as a priority group for receiving services. Although projects 
funded by Title X do not focus a broad range of family planning 
services to all who want them, including adolescents. 

Family planning services: A range of services intended to help 
irdividuals plan when to have children, which typically include birth 
control information and counseling, provision of contraceptives, 
pregnancy testing and counseling, .gynecological examinations, and 
referrals for related services. Such services arc available through a 
variety of public and health providers that include Title X planning 
clinics as well as more general health services settings. 

Federally funded runaway and homeless youth centers: Locally 
controlled facilities that receive Federal funds under the Federal 
Runaway and Homeless Youth Act (Title III of the Juvenile Justice and 
Delinquency Prevention Act) administered by the Administration for 
Children, Youth, and Families within the Office of Human 
Development Services of DHHS as well as other funds. In fiscal year 
1987, there were 307 federally funded runaway and homeless youth 
centers throughout the countiy. Federally funded runaway and 
homeless youth centers provide emergency shelter (for up to 15 days), 
counseling, and other services to runaway or otherwise homeless youth. 

Federal poverty leveh The official U.S. Government definitioii of 
poverty based on cash income levels for families of different sizes. 
Responsibility for changing poverty concepts and definitions rests with 
the Office of Management and Budget. 

Financial access (to health services): In this Report, used to refer to 
aspects of access that have to do with health insurance coverage and 
ability to pay for services. 
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Foster care: In its broadest sense, the placement of children in foster 
family homes, group homes, group child care facilities and residential 
treatment centers by the child welfare system. Most children in foster 
care are placed in foster family homes, that is, with a foster parent or 
parents and the parents' own or other foster children. Children and 
adolescents placed in foster care have been removed from their homes 
because of abuse, neglect, or abandonment, and they have either been 
adjudicated "dependent' by the counts or voluntarily placed in foster 
care by their families. 

Gonorrhea: A sexually transmitted disease (STD) characterized by 
infection with the bacterial agent Neisseria gonorrhea. Gonorrhea, 
which may be asymptomatic or accompanied by vaginal/penile discharge, 
abdominal pain, or other sympiomSv can potentially lead to 
complications thai include disseminated gonococcal infection(e.g., 
septicemia), pelvic inflammatory disease (P!D), epididymitis, and 
infertility or sterility. Spermicides and condoms offer some protection 
from this disease. Treatment is with antibiotics. Gonorrhea is the 
second most common type of sexually transmitted disease among U.S. 
adolescents. 

Hispanic: A person who identifies himself or herself as of Hispanic 
origin, or, less typically, individuals with Hispanic surnames identified 
by others (e.g., health care providers identifying patients in surveys) as 
being of Hispanic origin. Hispanics can be individuals whose families 
or ancestors have emigrated directly from Mexico, Puerto Rico, Cuba, 
Central or South America, Spain, or other Spanish cuhure or origin, 
regardless of race. 

Homelessness: The state of being without one's own home, either on 
one's own, with one's family, living on the street or in a shelter or 
other temporary situation (e.g., with relatives or friends). 

Human immunodetictency virus (HIV): The virus that causes AIDS. 
Two distfnct subtypes of HIV have been identified: HIV-1 was first 
isolated in 1983 and has a worldwide distribution. HIV-2 was first 
isolated in 1986 and is found mainly in West Africa. 

Iatrogenic effects! Adverse conditions that are induced inadvertently by 
a health care provider or by the treatment. 

midt drugs: In this report, unless otherwise noted, a term used to 
refer to drugs which are not legally available to adults (e.g., marijuana, 
cocaine, hallucinogens, PCP, heroin) or the illicit use of prescription 
drugs to get high or for other mental effects. The NIDA Household 
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Survey on Drug Abuse defines Ulicit drugs as "marijuana, cocaine, 
inhalants, hallucinogens, PCP, heroin, or nonmedical use of 
I^chotherapeutics." The Monitoring the Future/High School Seniors 
Survey defines illicit drugs as "marijuana, cocaine, heroin, or any use 
which is not under a doctor's orders of other opiates, stimulants, or 
tranquilizers." 

Incidence: In health epidemiology, the measure of the number of new 
cases of a particular disease or condition occurring in a population 
during a given period of time. Incidence rate is the number of new 
cases of specified disease divided by the number of people in a 
population over a specified period of time, usually 1 year. 

Indians: American Indians in the continental United States, and 
American Indians, Aleuts and Eskimos in Alaska. 

Intravenous drug use: The intake of drugs (e.g. heroin, cocaine, 
amphetamines) directly into the veins, usuaUy by means of a needle 
injection. 

Job Corps: A program administered by the Employment and Training 
Administration in the U.S. Department of Labor, providing employment 
and training in primarily residential centers for socioeconomically 
disadvantaged young people ages 12 to Zh 

Juvenile: A young person who has not yet reached the age at which 
he or she should be treated as an adult for purposes of criminal law. 
In some States, this age is 17. In law, the terms juvenile and minor are 
usually used in different contexts (juvenile when referring to young 
legal offenders and minor when referring to legal majority or capacity). 

Juvenile justice facilities: Custodial facilities for juveniles. These can 
be classified along several, often overlapping, dimensions that iiiclude 
purpose, term of stay, type of environment (institutional or open), and 
sponsorship (public or private). Juvenile detenUon faciUtlcs and 
shelters typically hold adolescents while they are awaiting adjudication 
01 after adjudication placement. Juvenile correctional facilities hold 
adolescents after adjudication for the purpose of commitment or for 
supervision and treatment. Short-term juvenile facilities, which include 
juvenile detention facilities and shelters, are typically used for 
adolescents who are awaiting adjudication, adolescents who have been 
sentenced to short period of confinement, or adolescents who are 
awaiting transfer to long-term placements. Long-«tenn facilities, which 
range from training schools to less restrictive facilities such as ranches, 
forestry camps, or farms to even less restrictive halfway houses and 
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group homes, primarily serve adolescents who have been adjudicated. 
Public Juvenite fociUtics are under the direct administration and 
operational control of State or local government and sta£fed by 
governmental employees. Private Juvenile facilities are either 
profitmaking or nonprofit and subject to governmental licensing but are 
under the direct administration and operational control of private 
enterprise; such facilities may receive substantial public funding in 
addition to their support from private sources. 

Juvenile ofTenden A juvenile who has violated the law. 

Latino: Of Latin American origin. 

Legal access (to health services): In this report, used to refer to 
aspects of access that have to do with consent and confidentiality. 

Life skills training: The formal te^aching of the requisite skills for 
surviving, living with others, and succeeding in a complex society. Life 
skills training interventions emphasize the teaching of social 
competence, cognitive skills, and decisionmaking skills. 

Longitudinal siudies: Studies that examine the development of 
individuals or families or groups over a period of time. 

Maternal and Child Health (MCH) Services Block Grant Program: A 
Federal block grant program authorized under Title V of the Social 
Security Act, that supports the provision of health services to mothers 
and children, especially those with low income or living in areas with 
limited availability of health services. Funds are provided to States, 
which in turn may provide them to local health departments. Created 
by the Omnibus Budget Reconciliation Act of 1981, the MCH Block 
Grant consolidated several categorical grant programs into one block 
grant. The MCH Block Grant is administered at the Federal level by 
the Bureau of Maternal and Child Health in the Health Resources and 
Services Administration in DHHS. 

Medicaid: A federally aided, State-administered program, authorized 
under Title XIX of the Social Security Act, that provides medical 
assistance for low-income people meeting specific income and family 
structure requirements. Medicaid covers and estimated 4.5 million 
individuals ages 10 to 18 and is the major health care financing 
mechanism for the adolescents in low-income families. 
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Mentoring: Thfc practice of acting over time as a guide, tutor or coach, 
and sometimes as an advocate for another, typically not biologically 
related, person. 

Metropolitan Statistical Area: As defined by the U.S. Office of 
Management and Budget, a county or group of counties that includes 
either a city of at least 50,000 residents, or an urbanized area with at 
least 50,000 people that itself is part of a county/counties with at least 
100,000 tota^ residents. 

Mortality rate: A measure derived by dividing the number of deaths 
in a population in a given period by the resident population at the 
middle of that period. It is expressed as the number of deaths per 
1 000 population. The rate may be restricted to deaths in specific age, 
r^ce, *Bc, or geographic groups (e.g., 15 deaths per 1,000 persons ages 
15 to 19), or it may be related to the entire population. 

National Survey of Family Growth (NSFG): A household interview 
survey that has collected data from U.S. women of childbeanng age 
(ages 15 through 44) in four cycles since 1974. NSFG collects data on 
the demographic and social factors associated with childbeanng, 
adoption, and maternal and child health-including sexual activity, 
contraception and sterilization, marriage, pregnancy loss, and use of 
medical care for family planning and prenatal care. NSFG is conducted 
by the National Center for Health Statistics in DHHS. 

NIDA Household Survey on Drug Abuse: A household survey, 
sponsored since 1974 by the National Institute of Drug Abuse within 
DHHS that collect data on the in use of marijuana and other illiat 
drugs, tobacco, and alcohol among the U.S. population 12 years of age 
and over living in households in the coterminous United States. 
Youths (12 to 17 years of age) and young adults (ages 18 to 25 years 
of age) are oversampled, as are Blacks and Hispanics. 

Outcome evaluation: Measures an intervention's result (e.g., inaeased 
knowledge, changed behavior). 

Parental consent requirement: As used in this report, a legal 
requirement, grounded in common law, that a parent or other guardian 
of a minor child must give prior to consent to the delivery of medical 
or surgical care to that child. 

Peer tutoring: Using older or same age students to work individually 
with students to teach a particular content area. 

3 0 z 
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Pelvic Innammatory disease (PID) A sexually transmitted disease 
(STD) among females, the symptoms of which include abdominal pain, 
fever, chills, vomiting, foui-smel!ing discharge, and postcoital bleeding. 
Potential complications include sterility, chronic pain, chronic infeaions, 
and even death. Methods of prevention include limiting the number 
of sexual partners, using of condoms, and avoiding the use of 
intrauterine contraceptive devices. Treatment is with antibiotics. 

Physical abuse: Physical violence, including kicking, biting, hitting with 
one's fist, beating, burning, or scalding, and using a weapon. 

Physical neglect: As defined by DHHS's National Center on Child 
Abuse and Neglect, physical neglect can take seven forms: refusal to 
provide health care for physical problems, as recommended by a 
competent health care professional; delay in providing health care for 
a serious physical problem; desertion of a child without ananging for 
reasonable care and supervision (abandonment); other blatant refusals 
of custody, such as permanent or indefinite expulsion of a child from 
the home; other custody issues, such as chronically and repeatedly 
leaving a child with others for days or weeks at a time; inadequate 
supervision; and other physical neglect, such as conspicuous inattention 
to avoidable hazards in the home. 

Prevalence: In health epidemiology, a measure of the number of 
individuals in a given population who have a specific disease or other 
condition at a designated time (or during a particular period). 

Preventive health services: Services intended to prevent the occunence 
of a problem (e.g., disease or condition). Preventive services typically 
recommended for adolescents include routine physical examinations, 
immunizations, and certain diagnostic tests (e.g., hematocrit, urinalysis)! 
and preventive procedures including pap smeare and screening for 
sexually transmitted diseases among the sexually active. 

Primary care: Optimally, primary care includes the following elements: 
first contact care, comprehensive care, coordinated or integrated care, 
and care that is longitudinal over time rather than episodic First 
contact care is the extent to which a patient contracts the source of 
care whenever he or she perceived a new need for care. Coordination 
of c^Te entails a health care provider's ability to provide for continuity 
of information from visits to other providers (e.g., specialists and 
emergency facilities) as well as from earlier visits to him or herself 
Longitudinality of care is the extent to which a provider serves as a 
source of care over time regardless of the presence or absence of a 
particular type of problem. 
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Process evaluation: The [docunientaiion] aspects of a program's 
implementation and operation. 

Puberty: The period of becoming first capable of reproducing sexually, 
marked by maturing of the genital organs, development of secondary 
sex characteristics (e.g., breasts, pubic hair), and in humans and higher 
primates, the first occurrence of menstruation in the female. 

Race: Races can be distinguished by usually inherited physical and 
physiological characteristics without regard to language or culture. 
Beginning in 1976, the Federal Government's data systems classified 
individuals into the following racial groups: White, Black, Asian or 
Pacific Islander, or American Indian and Alaska Native. 

Racial and ethnic minorities: In this report, individuals who are not 
"White, non-Hispanic." >.dudes African American, Asian, Hispanic, 
and Alaska Native individuals. 

Reproductive health care: Can include a wide range of services related 
to the male or female reproductive systems, including gynecological 
treatment services (i.e., examination and treatment of the female 
reproductive organs), and preventive services related to the use of 
contraception (e.g., counseling, prescribing contraceptive methods, 
dispensing contraceptives). 

Risk-taking behavion An activity that may involve a risk to one's 
health. For adolescents especially, risk-taking generally carries a 
negative connotation, but some risk taking is essential to the further 
development of competence, and thus some risk-taking can have 
positive health and other benefits. 

Runaway: A young person who is away from home at least overnight 
without the permission of a parent or caretaker. 

Safer sex practices: Sexual practices designed to avoid actual and 
potential transmission of HIV infection and other sexually transmitted 
diseases (e.g., avoiding exchange of body fluids, use of condoms). 

School-linked health center (SLIIC): Any school health center that 
provides a wide range of medical and counseling services for students 
(and sometimes for the family members of students and/or school drop- 
outs) and is located either on or near school grounds and is associated 
with the school. Some SLHCs also provide a wider range of services 
(e.g., child care, employment training, tutoring, social services, 
recreational opportunities). 



292 



Seropositive: Showing a high level of antibody. 

Seroprevalence: Prevalence based on blood tests. 

Sex education: Instruction about human sexual development, the 
process of reproduction, and related topics. Currently, the content and 
process of many sex education programs have been broadened, and such 
programs are often known as family life education. 

Sexual abuse: As defined by DHHS's National Center on Child Abuse 
and Neglect, sexual abuse can take three forms: actual penile 
penetration; molestation with genital contact; and other uaspecified acts 
not known to have involved actual genital contact (e.g., fondling of 
breasts or buttocks, exposure), or inadequate or inappropriate 
supervision of a child's voluntary sexual activities. 

Sexual activity rate; As typically used in the literature, the number of 
individuals who have ever had sexual intercourse, per some population 
base. 

Sexually acxive: As typically used in the literature, sexually active 
denoted ever having had sexual intercourse (as opposed to currently 
being sexually active). 

Sexually transmitted disease (STD): Any su"c.:tior^ disease transmitted 
through sexual intercourse or genital contact. Examples are chlamydial 
infection, gonorrhea, herpes genitalis, pelvic inflammatory disease (PID), 
syphilis, and AIDS. Formerly (and sometimes, in law) called venereal 
disease. 

Social services: Services provided in order to support the functioning 
of individuals or family units, including those services termed: 1) 
"supportive" or "protective services"; 2) supplementary (i.e. financial 
assistance, home aid services, respite care); and 3) "substitute" services 
(e.g., shelter services, foster care, adoption). 

Social Support: Can involve the provision of any or all of 1) 
supportive aid, including practical services and material benefits; 2) 
personal affirmation, including feedback that raises self-esteem and 
strengthens personal identity; and 3) supportive affect, particularly 
affection, caring, and nurturance. 

Socioeconomic status: Generally used in this report as a synonym for 
income levels, typically those of an adolescent's family of origin. In 
some cases, however, socioeconomic status refers more broadly to a 
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combination of factors such as father's education, mother's education, 
family income, household items, etc. 

Spermictdes; Contraceptive agents that work by killing sperm. 
Spermicides come in various forms (e.g., jellies or creams to be used 
in diaphragms, contraceptive vaginal sponges, spermicidal condoms). 
Spermicides decrease the transmission of some sexually transmitted 
diseases (STDs), including gonorrhea. 

Statistically significant: A judgement, based on commonly agreed to 
statistical principles, that there is relatively little likelihood (typically 
from beSow 1 to below 5 percent) that an observed relationship 
between or among variables has occurred by chance. 

Street kid: A long-term runaway, thrownaway, or otherwise homeless 
child or adolescent who has become adept at fending for him or herself 
"on the street," usually by illegal activities. 

Survival sex: Engaging in sexual intercourse in exchange for food, 
shelter, money, or drugs. 

Syphilis: A sexually transmitted disease (STD) caused by the bacterial 
agent Treponema pallidum, resulting in symptoms including chancre 
(primary syphilis); skin rash, malaise, anorexia, nausea (secondary 
syphilis); and eventually, central nervous system abnormalities and other 
serious problems (tertiary syphilis). 

Thrownaway: A child or adolescent who has been told to leave the 
household, has been abandoned or deserted, or who has run away and 
no effort has been made to recover him or her. 

TiUe X family planning clinics: Family planning clinics that receive 
funds under Title X of the Public Health Service Act 

Title X program (Family Planning Services and Research Program) 
under the Public Health Services Act: A Federal program that 
provides Federal grants to help support about 4,000 family planning 
clinics operated by public or private nonprofit entities across the 
country, as well as funds for training and research to improve the 
delivery of family planning services. the Title X program is 
administered at the Federal level by the Office of Population Affairs 
within DHHS. Family planning clinics that receive Title X funds offer 
contraceptives and other family planning services (not including 
abortion). The services offered by family planning clinics are provided 
free or at rates determined on a sliding-fee scale and are confidential 
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About one-third of the patients of such clinics are adolescents ages 15 
to 19. 

Title XX program (Adolescent Family life Program) under the PuWic 
Health Service Act: A Federal program that awards Federal grants for 
demonstration projects that seek to prevent adolescent pregnancy by 
encouraging adolescents, within the context of the family, to abstain 
from premarital sexual activity and for demonstration projects that 
provide health and social services for pregnant or patenting adolescents. 
The Title XX program is administered bv the Office of Population 
Affaiw with DHHS. 

Treatment services: Services intended to cure or ameliorate the effects 
of a disease or other health problem once the problem has occurred. 



Unprotected sexual intercourse: Sexual intercourse without precautions 
taken to prevent pregnancy or the transmission of AE>S or other 
sexually transmitted diseases. 

Youth Risk Behavior Surveillance System (YRBSS): This s>'3icm, 
recently developed by the Centers for Disease Control in DHHS, will 
monitor the prevalence of priority risk behaviors among samples of 
school-aged adolescents by collecting data from a periodic school-based 
survey combined with special supplemental data on youth risk behavior 
from the National Health Interview Survey conducted by DHHS. The 
system will be implemented in 1991, 1995, and 2000. 

Zidovudine (Retrovir^): A drug used to reduce symptoms prolonging 
the lives of person infected with human immunodeficiency virus (HIV). 
This drug was formerly called idothymidine (AZT). 
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APPENDIX B: ADDITIONAL MATERIALS ABOUT CONIXyM EFFECTIVENESS SUBMITTED 
BY LLOYD KOLBE. CDC 
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pr«9n»nciflfl. lncon«i«t«nt uaa »lon« account* for ■ Itrqm proportion of 
unwanted pr»gninci«« among condoo uaarw (Sophocl««). For axaapla, BtudiBB in 
Bangladaah (Mmmd 1990), and Barbados (Ruaaall-Brown) ahowad that only ")% and 
30%, raapactiTBly, of mmn who a«id th«y ua»d condo« for contraception 
actually uaad th«« for avary act of intarcouraa. 

Incorract uaa alao accounta for Momm condon failuraa «nd braakaga. In ona 
atudy, man who acjjuirad gonorrhaa daapita condoai uaa raportad putting tha 
condoai on tha pMia aftar aaxu^l activity had b«gun (Darrow). Koat atudiaa in 
tha Unitad Stataa hara ehown braaJtaga rataa ara laaa than 1 braak par 100 acta 
of intarcouraa, and incorract uaa accounta for a larga proportion of tha 
braaka. ona Auatralian atudy (Richtara) raportad fl braaka in 1269 acta of 
vaginal and anal mmx (a rata of 0.6%); aavan of tha braaka war* ralatad to 
fingamail taara or uaa of oil-baa«d lubricant (which waakana tha latax). 

Manufacturing dafacta ara quita \xnc^mmDn, ainca national atandarda ara uaad 
and aaaplaa ara taatad to aaaura high quality, lach coadOM ia individually 
alact.ronically taatad for pinbolaa or araaa of thinning aa a part of 
manufacturing quality control in tha Unitad Stataa. KorfWvar, canA^r^n ere 
claaaiflad aa iMdical davicaa by tha rood and Drug Adnlniatration (FDA). All 
doMatic and laporCad batnhaa of condOM ara aubjact to aa»pling and taating 
by rOA. Batchaa which fail ara not allowad to b« aold in tha Unitad Stataa. 
It ia important to raaiaaihar that a brokan condo« doaa not alwaya laad to 
pra^nancy or infaction (Liakin). X woMn'a chancaa of pragnancy fro« a aingla 
act of intarcouraa hava baan aatiitatad to avaraga 2-4% (Tiatta). In ona U.S. 
aurray, pragnancy occurrad in only 4% of woawn who raportad condor braakaga 
(Hatcbar). Tha chancaa of infaction with HIV aftar a aingla aamial axpoaura 
baa baan aatiaatad to ba aa low aa 0.001 and aa high aa 0.1 (Liakin). Alao, 
not all condo* braaka ara aqually riaky. In ona atudy (Piadrahita) , mora than 
half of tha braaka occurrad whila tha condoK waa balng p^t on or takan off. 
In anothar atudy, all braaka occurrad prior to ajaculation (Richtara). 

In aumary, wa ra^.ird condo« aaa aa -highly affactiva- for tha following 
raaaonat (1) int(Nct l»tax condowa ara an affactiva barriar againat bactaria 
And viruvasr (2) nmltipla »tudip» hava Jaoenatratad that condoa uaa protacta 
againat iaxually trana«ittad caaaaaa, (3) aavaral atudiaa hava ahown that 
paraona axpoaad to HIV who uaad condo«a raiwiinad fraa of infaction ovar many 
montha, (4) axtri«aly low contracaptiva fai*ura rataa hava baan daaonatratad 
Aoong axpariancad condow uaara, and (5) condooa ara aanuf ac*"iifad with high 
atandarda of quality. Tha individual uaar, not tha condoa, ia nor likaly to 
ba raaponaibla for any failura in protaction frcai aakually tranaaittad 
infactiona aa wall a a unwantad pragnanciaa. 

Q aHtiont Civan tha fiva racant caaaa of AIDS baing tranaaittad by a dantiat 
in Florida, ia tha COC iaauing any new guid%linaa or racoaiiandationa on tha 
tranaaiaaion of AXDS7 

fijUjOtl During tha paat yaar, CDC haa baan raviawing tha axiating guidalinaa 
for haalth cara workara and datarwining tha naad for any additional 
racoMandationa and guidalinaa to pravant tranaaiaaion of hu»an 
ijMunodaficiancy virua (HIV) and hapatitia B vinia (HBV) frc« haalth cara 
workara to patianta during invaaiva inadical and dantal procaduraa. 
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Pollowing « MMting with conaultanta and cttpraa«ntativ«a of thm Mdical, 
public baalth, aod aciantific coMMioiti«ar profaaaional and ■•rrica 
orgftnisationa, f*darai aganoiM, and th« public h«l4 in Auguat 1990, coc 
dsTttlopAd a pn»liMinAiry draft of thtM guidallMa. During fabruAry 21-2^ 
1991, CDC h«ld «a op*n public MMtlng to diaousa thia draft and to aolicit 
coMMnta ragardlng its contanta. Tha r«Tia«»d guidaiinaa vara ralaasad on 
July IS aa a apaoial iaaua of tha Morbidity and itortatifev w— klv Report i 

Qaa«tl,pni KhAt ara tha COC'e adviaoriaa ragarding aaacual contact with a known 
HZV poaitiva Indlridual? Hara any atudiaa by tha CX>C or othar haalth 
Lnatitutiona that you know of baan diacontinuad baeauaa of tha high rata of 
tranaaiaaioD iMMng HIV poaitira indiiriduala daapita tha uaa of condo«a7 

Affwapi Tha CDC' a adrica ragarding aaxual contact with a kno%ni HXV poaltiva 
IndiTidual ia conaiatant with tha 1906 0urg«OD Qaoaral'a la port on AIDS., ■•g*f 
to al»#aya uaa a condo*. Thia rannwaandation ia routloaly proridad through 
a>C'a Hatibnal MDl Hotlinaa and hy CDC*aupport HIV prarantion ataff 
natioQWida. 

Tha CDC ia unawara of any atudiaa that hara baan diacontinuad btcauaa of tha 
high rata of HXV tranaaiaalon frcM Infactad individuala who ra^ort condo« uaa. 
On tha contrary, atudiaa indioata that corract and conaiatant uaa of latax 
condOM providaa an affactiva (although not 100% affactiva) barxiar to pra^ant 
tranaaiaaion of HIV infaction and othar aautually tranaalttad diaaaaaa. Aa haa 
baan diacuaaad aarliar, data auggaat that tha individual uaar, not tha condoai, 
ia laora likaly to ba raaponsibla for any fallura in protaction froai aaxually 
tranaiU.ttad infactiona aa %#all aa unwantad pragnanciaa. 
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MA. DfMATMmT Of NtAlTH ANO HUMAM SOIVKES 
flAtCtffAaNtlRVICi 
from MMWn. M«rcti 1 1 . iMt. VoJ. 37. No. 9. pp. 133-137 



Condoms for Prtvtntion of Ssxually Transmttttd DiMaMt* 

Introduction 

Prtvintion is the most effactiva strettgy for controHing the spread of infectious 
diseitat. Pravtntion through avoiding exposure it the bast itrstagy for controlling 
the spresd of taxuelly trsnsmittad diseeta (STO). Behsvior thst aliminetat or reduces 
the risk of one SID will likely raduca the risk of eil STDs. Prevention of one case of 
STD can ratuK in the prevention of meny subaaquent catas. Abitinanca and sexuel 
intercourea with one mutuelly faithful uninfected partner ere the only totelly effactive 
pravantion ttratagiaa. Proper use of condoma wvrth each set of sexusi Intercourse can 
reduce, but not aliminsts. risk of STD. Individuate likely to become infected or known 
to be infactad with humsn immunodafidancy virus (HIV) should ba ewera thst 
condom use csnnot completely eliminete the risk of transmission to thsmselvss or to 
ottiers. 

Effkacy 

For the v/esrer. condoms provide e mechanical barrier thst should reduce the risk 
of infections acquired through penile exposurs to infectious cervical, vaginsi. vuivdr. 
or rectsi secretions or Issions. For ths weerar's partner* proper use of condoms 
should prevent semen deposition, contsct with urethrsi dischsrge. and exposure to 
lesions on the hesd or shaft of the penis. For infectious sgsnts spread from lesions 
rather than fluids, condoms msy offer less protection becauee areas of skin not 
covered by the condom msy ba infactioua or vulnerable to infection. 

Laborstory sr)d spidamiologic studies hsvs provided informetion about the effec* 
ttveness of condoms in pravanting STO. Laborstory tatu have shown latex condoms 
to ba effective mechenical bsrriera to HIV il). herpes simplex virus <HSV) {2^), 
cytomegslovinjs (CMV) (5 1 hepstitis B virus (HBVI {61 ChlsmyaLn trschomstis {2 ), 
and NBimria goncrrhOM {'4 ). Latex condoms blocked psssage of HBV and HIV in 
laboratory studies, but natural mambrsns condoms (msds from lamb cecum), which 
contain email pores, did not {6-8 ). The exparimentsi conditions employed in these 
studies may be mora extreme then those encountered in sctusi use; however, ^hey 
suggest thst Istsx cortdoms afford grsatsr protection sgsinst viral STD than do 
natural membrane condoms. 

The actuel effecttvaness of condom uae in STO prevention is more difficult to 
assess. It is difflcuttto dstsrmi is if s ussr hss been exposed to sn infected partner or 
whether the condom was correctly used. However, soversi cross-sectionsi snd 
rqse-control studisc hsvs shown thet condom ussrs snd/or their psrtners hsve a 



*Thi« summary mcludes dau presented st a confsrsnca tntitled "Condoms in ths Prtvantion of 
Ssxually Transmmad Diseases" sponsorsd by ths American Social Hsatth Astoctation. Famity 
Health Intsmational. and tht Csmsrs for Oisaast Comroi and hsid in Atlanta. Gtorgia. February 
20^21. 1987. Tht following consultants assisttd in ths formulation of thtsa data and ttratagias: 
J Cohan. PhD. M Conant. MD. Univsrtity of Califomis: L Papoas. San Franosco AIDS 
Foundation. San FrarKtsco. Cilifornia. F Judson. MO* Ditaesa Control Sarvics and Umvareity of 
Colorado. Danvar, Colorado. J Gravas. M RotanDerg. MD. Amartcan Social Haatih Assoctation: 
M Potts. MO. Family Hsalth International. Rtaaarch Triangis Park. North Carolina. P Harvay. 
Population SSrvfCts mtamationst. Wsihington. DC. L Litkin. Johns Hopkins Univarsiiy. 8altj- 
mors. Marylar>d. M Solomon. Solomon Aaaociatst. Sudbury. Mama. 
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!ow«r froquency of gonorrhta, urtaplavmt infaction, pelvic inftammatorv disMf«r 
and cervical cancar than partona who do not usa condoma i9 ), Conaittam previoua 
condom uaa waa attociated with aaronagativity during tha 1* to 3-year follow-up 
period In a recent atudy of HIV entit>ody-negative Hatarotexuel apouaea of patiama 
with acquired tmmunodeficiancy ayndroma <A)DS) ( 10 ), Another recent inveattgation 
of prottfiutet in Zaire hea alio auggeeted a protective aaaodation between a history 
of condorn use end HIV aaronegativity (77 ). 

Condoma are not alweya effective in preventing STD. Feilure of condoma to protect 
againat STD la probably explained by user failure more often than by product failure. 
Usar failure includea failure to: 1) uae a condom with each act of aexual tntercourae* 
2) put the condom on before any genital contact occura, end 3) complatety unroll the 
condom. Other uaer behaviors that may contributa to condom breakage include: 
inadequete lubrication, uaa of pil-beied iubiicanu that weakan latex, end Inadequate 
space fit the tip of the condom. Product failure refara to condom breakage or laakage 
due to deterioration or poor manufacturing quality. Deterioration may reeutt from age 
or improper poetmanufacturing storage conditions. No adantific data on the fre- 
quency or causea of condom breakage ere available. Likewiaa. no date are available 
comparing the auaceptibility to breekege of condoma of varioue aizee* thickneteee. or 
typea. i.e.. netural veraua latex* lubricatad vareua nonlubricatad* or ribbed veraua 
smooth. Experimantal methoda need to be developed to test the fectora associated 
with breakage. Such information ie neceasery to provide uaere with accurate instruc- 
tiona on proper condom uaa. 

Quality Aaen r ewee 

Since 1970, condoma have been regulated undar tha Medical Device Amendmenu 
to the Federal Food. Drug, and Coemetic Act. WHhin the Food and Drug Admintatra- 
tion (FDA), the Center for Devices end Rediotogical Heahh ie reaponaibla for asauring 
the aefety end effectiveneaa of condome ae madtcet devicea. Beginning in the apring 
of 1987. FDA undertook 3n axpendad program to inapect latex condom manufactur- 
ers. rapacKagere. end importere to evaluate their quality control and testing proce- 
dures. In ite testing of condoms. FDA uses a water-leak teat in which a condom la filled 
with 300 mL of watar and checked for leaks. The FDA haa also adapted ita inapection 
sampling criterie to conform with tha American Society for Testing and Metertala 
Standard 03^92-83 for latex condoma. FDA criterie end the induetry eccepubia 
quality level (AQU for condome apecify that, in any given batch* the failure rate dua 
to water leakage cannot axceed four condoma per thouaand. Batchee exceeding tha 
specified rejection criterie ere recalled or barred from sals. Among baichea of 
condoma that have met tha AQL the everege failure rate obeerved waa 2.3/1,000. 

Aa of February 1 988* FDA had examined aamplea from 430 batchee of donneatically 
produced and foreign-mede condome. These axamlnattona have resulted in tha 
teating of over 102.000 condoma. In FDA'a aampling methodology* the eempie aixe is 
detarmined by the aize of the batch of condome introduced into the merket the 
inapection leveh and the AQL Approximately 38*000 domeetically produced condonns 
from 165 diffsrent batchea of condoma were tested. Nineteen of thoee batches 
(approximately 12%) hed leakage ratea of over 4/1*000 and failed the teat. By contrast 
approximately 21% of the 265 foreign-manufactured batchea failed to meet AQL 
standards. Thue far. sa a result of both FDA'a aampling program and the manufac* 
turers' quelity esaurance programa. four domestic manufacturers have conducted 16 
condom recalle. 
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FDA samples foreign^mada condoms before they are pasMd through U.S. cus< 
tomt. If two or more of a given foreign manufacturer's batches offered for impon are 
found to have leakage rates of more than 4/1,000, future shipments from that 
manufacturer are automatically detained at the port of entry. Seven foreign ftrms are 
presently on this automatic detention list. FDA eiso has the authority to seize any lot 
that is found to be violative if the manufacturer or importer does not take appropriate 
action. 

Use of Spttfmicfdes with Condoms 

The active ingredients (surfactent^l in commorcially available spermlcidM havo 
been shown in the laboratory to inactivate sexually transmirtttd agents^ including HIV 
(a 12r 13 ). Vaginal use of spermicides is associated with a lower risk of gononhee and 
chlamydial infection in epidemiologic studies of women {9,14), The use of 
spermicide-containing condoms may provide additional protection against STOlntho 
event of condom leakege or seepage. However, the spermicidal berrier would no 
longer be in place if the condom break;^. if extra protection is desired, vaginal 
application of spermicide is likely to afford greater protection thari the use of 
spermicide in the condon because a larger volume of spermicide wouid already be 
in plac« in the tvf^nt of condom breakage. Neither the safttty nor the efficacy of 
spermicides in preventing sexually transmitted infections of the anal ciinal or 
oropharynx has been studitd. 

PreveteiK* of Use 

Recent studies suggest that condom use for STD prevention is increesing in 
selected populetions but is still infrequent. In 1985. a sample of New York City msle 
homosexuels reported a significent increese in condom use with both insertive 
and receptive anal intercourse after the respondents became awere of 
AIDS ( 75 ). In the year before learning of AIDS, the men used condoms an everage of 
1% of the tirne wher? engaging in insenive en a I intercourse; in the ensuing year« 20% 
of respondents reponed consistent condom Mse. In 1984, 39% of the men in a 
prospective study in San Francisco reported having anel intertourss: 26% of these 
men used condoms {16), In April 1987, 19% of the San Francisco respondenu 
reponed anal intercourse: 79% used condoms. The trends in condom use for STD 
prevention among heterosexual men and women are unknown. In a 1988-87 survey 
of female prostitutes in the United Stetes. 4% reported condom use with each vaginal 
exposure ( 77 ). 

PfOfMr fl ete cti on end Use 

The Public Heetth Service has previously made recommendations on reducing th^ 
risk of HIV infection through consistent us« of condoms ( 18 ). Addhion«l rfCommen< 
datlons include e guideline for manufacturers published by PDA thet recommends 
proper lebeling of condoms to include edequate instructions for use fCenter for 
Devtcee end Rediologtcal Heelth, FDA: letter to all U.S. condom menufecturers, 
imponers, end repedcegers. Apr?' 7. 1987). Users can increese the tfficecy of 
condoms in preventing infection by using a cpndom properly from start to finish 
during ev«rv sexuel exposure. It is unknown whether brande of condoms with 
incr«as«d thickness offer any more protection for enel or veginel intmouree then 
thinner brands. Even with e condom, anel Intercoume betv^n en infeaed individual 
and an uninfected partner p«>ses a risk of transmitting HIV and other sexuelly 
transmitted infections because condoms may breek. 
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The foilowirtg rdcommtndttions for proper um of condoms to reduce the trans* 
mission of STO ara basad on current information: 

1 . Latex condoms should be used because they offer greater protection against viral 
STD than natural membrana condoms (7). 

2. Condoms should be stored in a cool dr/ piece out of direct sunlight. 

3. Condoms in damaged pactcages or those that show obvious signs of aga (e.g., 
those that are brittle, ttidcy, or discolored) should not t>e used. They cannot be 
relied upon to prevent infection. 

4. Condoms should be handled with care to prevem puncture. 

5. The condom should be put on before any genital contact to prevem exposure to 
fluids that may comain infecUoua agems. Hold the tip of the condom and unroll 
it onto the erect penis, leaving space at the tip to collect semen, yet asauring that 
no air is trapped in the tip of the condom. 

6. Adequete lubrication should be uaed. If exogenous lubrication is needed, only 
water*based lubricanu should be used. Petroleum* or oiUbaaed lubricants <such 
as petroleum jelly, coolcing oils, shortening, and lotions) should not be used since 
they weaken the letex. 

7. Use of condoms containing spermicides may provide some addKional protection 
against STD. However, vaginel use of spermicides eiong with condoms is likely to 
provide greater protection. 

8. If a condom breaks, it should be repleced immediately, if ejaculation occurs after 
condom breekage, the immediete use of spermicide has been suggested {19). 
However, the protective value of postejaculation application of spermicide in 
reducing the risk of STD transmission is unknown. 

9. After ejeculetion, care should be taken so that the condom does not slip off the 
penis bef ors withdrawal; the base of the condom should be held while withdrew- 
ing. The penis should be withdrawn white still erect 

10. Condoms should never be reused. 

Condoms should be made more widely available through health-care providers 
who offer services to sexually active men and women, paaicularly in STD clinics, 
family planning clinics, and drug-treatment cemers. These same faciifties should 
become more assertive in counseling patients on STO prevention. Recommendations 
for prevention of STD, including HIV infection, should emphesize that risk of infection 
is most effectively reduced through at>stinence or sexual imercourse with a mutually 
faithful uninfected partner. Condoms do not provide ebsolute protection from eny 
infection, but if properly used, they should reduce the risk of infection. 
R»pomd by: Cmnm for Dtviem Mnd B9diok>gic»l HMtth» Food tnd Drug Adminittmion. Div of 
Sr?>^usiiY TrsnMmrtfd Di§09M*M. C&nmr for Pr9V9ntk>n Svce; AiDS Program. Cftm for Irtfoctiou* 
Oisea^* CDC. 
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lAbetrect 1761. In: Prognm end ebetrecis of the fifth Intemationel meeting of the imeme- 
tional Society for STO Rteeerch, Seettle, Washington, August 1-3, ises. 
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APPENDIX C 



GUIDELINES FOR HIV PREVENTION PROGRAMS 



Guidelines for Effective School Health Education to Prevent the Spread 
of AIDS, titers for Disease Control, Morbidity and Mortality Weekly 
Report rSupplement), January 29, 1988, Vol. 37, No. S-2. Atlanta, 
OA 

What Works? HIV/AIDS Education in Rural America (1990), National 
Rural and Small Schools Consortium. Western Washington University, 
Bellingham, WA (See also: A Resource Guide to Effective HIV 
Education in Americans Rural Schoo ls) 

AIDS and Adolescents: The Time for Prevention is Now . Center for 
Population Options, Washington, DC. 

AIDS: A Catholic Educational Approach . National Catholic 
Educational Association, Washington, DC. 

Criteria for Evaluating an AIDS Curriculum. National Coalition of 
Advocates for Students, Boston, MA- 

PERFORMANCE STANDARDS for The Evaluation and Development 
of School HIV/AIDS Education Curricula for Adolescents . Sex 
Information and Education Council of the US, New York, NY. 
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APPENDIX D 



BACKGROUND AND METHODOLOGY 
FOR KEY INFORMANT INTERVIEWS 



Background 

Experts are virtually unanimous in recommending that local 
communities cooperate with schools and youth-serving agencies in 
the provision of prevention programming to adolescents. In its 
1988 guidelines, the CDC listed some individuals and community 
groups that could serve on school health councils to facilitate 
policy development/ Other experts stress parent involvement, 
both in planning school-based programming and in the curriculum 
itself though parent education nights or homework that requires 
students to discuss AIDS.*^ Unfortunately, efforts to involve 
communities have sometimes met with apathy or even active 
resistance, (See Chapter II) 

Published literature offers some advice for enhancing 
community support.*^ More information is needed about how to 
engage local communities in preventive efforts, and about how to 
overcome any resistance encountered. To begin to address this 
need, Select Committee staff conducted interviews with 29 AIDS 
prevention providers around the country during the summer and 
fall of 1991. 

Interviews focused on two central topics: a program's 
strategies for relating to the community, and the community's 
response. Questions about the history and nature of the 
program, local school and community characteristics, and 
experience with evaluation and technical assistance were also 
included. 



Questionnaire 

Committee staff developed an interview questionnaire which 
included both multiple-choice and open-ended questions, and was 
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constructed with the assistance of experts in the areas of 
adolescent AIDS prevention and community participation. A 
listing of the experts is appended. A technical report of the 
interview results is retained in Committee files. 



Sample Selection 

No attempt was made to conduct a scientific survey that 
would allow claims to be made about all prevention programming 
that targets adolescents. Although only a small number of 
interviews could be conducted, the sampling strategy was designed 
to elicit reactions from a broad range of key informants. A total 
of 29 interviews were conducted. 

Program representatives in a wide range of communities 
were interviewed. All major areas of the country, and at least 81 
congressional districts were represented in the sample. Half of 
the programs interviewed provided preventive services to either 
cities or school districts. The other half targeted either a State, 
a county or counties, a university, a city's Latino population, or 
a reservation. 

To include the typical experiences of front-line prevent u^e 
service providers who are not necessarily in the national limelight, 
a random sample was drawn from a directory of local AIDS 
organizations compiled by the United States Conference of 
Mayors and published in January of 1990/ The pool of programs 
consisted of those that provided educational services and targeted 
youth. Nine hundred seventeen programs met these two criteria; 
of the 15 programs randomly selected, seven completed the 
interview process. 

To include advice from well-respected model programs for 
subpopulations of adolescents at particular risk, nominations were 
solicited from the CDC*s "Programs of National Significance." 
Eleven of the nominees were inter\icwed; they represented 
programs for rural, runaway, and ethnic minority youth. Because 
programs targeting gay youth were not represented by this point, 
additional nominations of programs addressing their needs were 
solicited from the Human Rights Campaign Fund* One provider 

31 ■ 



307 



of services targeting gay and lesbian youth was interviewed, for a 
total of 12 nominees. 

To tap state-of-the-art expertise currently being developed 
in federally funded research demonstration programs, lists of 
current grantees attempting to prevent HIV infection in 
adolescents were compiled, and five interviews were conducted 
with researchers. Most of these programs were less 
comprehehsive than other preventive interventions, singling out 
particular intervention strategies for rigorous evaluation. 

Finally, with technical assistance from the CDCs 
Department of Adolescent and School Health, the Committee 
identified communities with successful coalitions organized around 
AIDS prevention and services. Representatives of five of these 
coalitions were interviewed. 



Procedure 

After securing agreement for participation, each prospective 
respondent received a copy of the questionnaire prior to a 
telephone interview so that necessary information could be 
gathered. Interviews required approximately one and a half hours 
each. Respondents corrected or verified information before data 
were tabulated. 

Four raters categorized thematic responses to open-ended 
questions, achieving at least 80 percent agreement regarding 
category assignment before coding the themes. In addition, 
correlational analyses were conducted on all ordinal and interval 
variables. To help reduce the risk of specious results attendant 
to the latter procedure, a stricter level of confidence (p<.04) 
was adopted than usually employed in statistical analysis, and only 
fairly strong correlations of 0.4 or above are discussed. 



32j 



308 



Endnotes 



1. CDC Guidelines for Effective School Health Education to 
Prevent the Spread of AIDS. MMWR . Vol. 37. 1988. 

2 • National Coalition of Advocates for Students. Criteria for 

Developing and AIDS Curriculum . Boston. 1988. 

3 . McReynolds, V. What Works? HIV/AIDS Education in Rural 

America . Bellingham, Washington: National Rural and Small 
Schools Consortium. 1990; Center for Population Options. 
Adolescent and HIV: A Community-wide Responsibility . 
Washington, DC. 1989. 

4 . The United States Conference of Mayors. Lx)cal Aids Services: 

The National Directory. Washington, DC. 1990. 




APPENDIX E 



KEY INFORMANT INTERVIEW QUESTIONS 



The purpose of this study is to identify successful strategies for 
enhancing community participation in AIDS/HIV prevention and 
education programs for adolescents, and for decreasing commumty 
resistance to such efforts. Please gather any information necessary to 
answer these questions prior to the scheduled phone mterview. 



PROGRAM DESCRIPTION 

1. Please describe your HIV/AIDS prevention/education program 
briefly, including when it began, the target group of youth served, 
and the intervention/services provided. 

2. How many adolescents does your prevention/education 
component serve per year? . What grades/ages? 

Of the target population, what percentage can you 

actually serve? ^ — 

3. E>o you have school-based program elements? (YES/NO) If yes. 
please circle what you offer in schools: 

a. HIV/AIDS education 

b. interpersonal skills training (e.g., negotiation, 
assertiveness) 

c medical/preventive health services 

d. peer education/counseling 

e. other (please specify . ) 

4 Do you serve out-of-school youth (runaway, homeless, drop-out, 
incarcerated, etc.)? (YES/NO) If yes, please circle what you offer 
these young people: 

a. HIV/AIDS education 

b. interpersonal skills training 

c. medical/preventive health services 

d. peer education/counseling 

e. condoms 

t other (please specify ) 
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6, 
7. 



9. 



10. 



Are there any networks or coalitions of groups concerned about 
adolescent AIDS in your area? (YES/NO) If yes, is your 
organization a member of one or more of them? (YES/NO) 
Who else participates? 



a. 
b. 
c. 

e. 
f. 

h. 



adolescents 

members of minority groups 

parents 

churches 

business/corporate sector 
medical/public health professionals 
media 

other community groups (please specify 



When and how did the coalition/network form? 



How do coalition/network members contribute to reaching your 
program's goals: 



a. 
b. 
c. 
d. 
e. 
f. 



funding 
planning 

outreach/community education 
service deliveiy 
other (please specify 



they make no real contribution 



J 



Please indicate any ways in which parents are involved in your 
program (beyond possible participation in a coalition): 



a. 
b. 
a 
d. 



parent HIV/AIDS education 

parenty^outh communication workshops 

required involvement via "homework* given to youth 

parent involvement in program planning 

other (please specify ) 



Has any part your program been evaluated? (YES/NO) If yes, 
who cond" ;.ed the evaluation? (program stafli^oulside evaluator) 
Please briefly summarize the findings. 

What does your program cost to operate and how are you 
funded? 



11. 



Is any level of government involved in your program? (YES/NO) 
Which level of government (e.g., local, state, federal)? 



323 



ERIC 



311 



In what way (eg., as funder, partner in service 

provision)? 



TJNKAGES WITH OTHER RESOURCES AND SERVICES 

12, Have you used the CDCs 1988 Guidelines for Effective School 
Health Education To Prevent the Sp read of AIDS (YES/NO) 
and/or any other guidelines (YES/NO) in planning your 
interventions? (if other guidelines were used, please name) 



13. Have you participated in the Youth Risk Behavior Survey 
conducted in coordination with the CDC? (YES/NO) Have you 
used the results of this surv^? (YES/NO) If yes, how has it 
been useful? 

14. Have you worked with any national networks/organizations? 

(YES/NO) Which one(s)? At what point planning/ 

organizing/ implementation)? Was this a one-time contact, or an 
ongoing working relationship? 

15. Have you ever received technical assistance in program planning 
or implementation? (YES/NO) If yes, from whom? 

Do you need [additional] technical assistance? (YES/NO) If 
yes, what kind? 

16. Which of the following services are available In your community 
for adolescents who may be infected with HIV or at risk of 
infection? 

a. HIV testing 

b. counseling or other psychosocial support services 
c linkages to legal and social services 

d AZT 

e. other medical care 

f. alcohol and other drug abuse treatment 

g. family planning/contraceptive services 

h. access to clinical trials 

i. other prevention programs (e.g., drugs, pregnancy) 
j. other (please specify _) 

17. Are any of these services that are available to adolescents geared 
specifically towards this age group? (YES/NO) (If yes, please 
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indicate lett ers of the teen-oriented service(s)) 

18. Which of the above sejvices does your program provide? To 
Which of the above services does your pro^ provdd~ referraS 
Of the services aveilable, which have sliding stile fees based on 

PROGRAM PlANNTNa ANn IMPLKMFI^ATrnM 

19. V^en was HIV/AIDS prevention for adolescents identified as a 
need in your community (momh^year)? By whom? 

Did any particular event spark awareness of the need? 
(YES/NO) (If yes, please describe j 

20. What were the first steps your program planner(s) took? 

21. Approximately how long (in months) was the planning stage? 

HiVMinc"^ P''""'"S' y°^' state mandated 

HIV/AIDS preventive education? (YES/NO) 

23. What was the most central concern of plannere? 

a. more community involvement needed for proeram 
success ^ ^ 

b. need to counter potential community opposition 

c. need to debunk widespread myths about HIV/AIDS 

d. urgency because of adolescents' potential exposure 

e. other (please specify) 

24. At any time during planning or implementation, were anv 
(YES/NO) If yes, please describe: 

COMMUNITY DRSrRTPTinM 

^' disS ntK ?T ^ ^P'^^ neighborhood; school 

aistnct; other (please specify) 

26. \VTiere is your program office located? is the location 

different from your target area(s)? (YES/NO) If yes, what is the 
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location of your target area(s)? . 

27. What zip codes do you serve? ^ 

28. Is your target community: 

a. ethnically homogeneous (YES/NO) 

b. largely segregated by race and income (YES/NO) 

c. characterized by widespread unemployment (YES/NO) 

d. urban/suburban/rural 

29. Please use the letters below to indicate the number of students 

that attend a typical elementary school in your area: A 

typical middle/junior high school: A typical high school: 



a less than 250 d. 1000 - ^000 

b. 250 - 500 c. more than 3000 

c. 500 - 1000 

30. What is the average dropout rate in your local high schools? 

31 How would you describe the prevalence of HIV/AIDS in your 
community at large? (please circle: HIGH/AVERAGEAX)W 
prevalence) 



( ;:oMMUNnY reaction 

31 Using the following categories, indicate the reaction of different 
groups in the community at the outset, when you were 
attempting to launch your prevention/education program. 

1 = active resistance 

2 =^ lack of support 

3 = limited support 

4 = strong support 

the business community 

local political leadership 

school officials 

religio\is organizations 

other community organizations 

parents 



a. 
b. 
c. 
d. 
e. 
f. 
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33. 



34. 



35, 



36. 



37. 



38. 



h. 



sources from outside the community (please spedfy) 



other (please specify)_ 



Using the following scale, please rate the following aspects of 
community reaction to your program after it had become better 
established: (1 = none; 2= a little; 3 = some; 4 = a great 
deal) 



a. 
b. 
c 
d. 
e. 



cooperation ^ 
participation 

resistance 

apathy 



active support (e.g., financial, media, in-kind) 
What specific barriers have you encountered? 



a. 
b. 
c. 
d. 
e, 

f. 

& 
h. 

i. 



lack of perceived risk for HIV/AIDS 
lack of staff/funding 
overburdened schools 

lack of expertise among local service providers 

fear that HIV/AIDS prevention would encourage risky 

behavior 

debate around state vs. local control 
a "shoot the messenger" problem 

other (please specify ) 

no real barriers 



To what degree have you overcome these barriers? (1 = not 
at all, 5 = completely) 

Did you encounter any of the following forms of resistance? 



a. 
b. 
a 
d. 
e. 
f. 



speeches/votes against you at a meeting 
bad press 

refusal to allow youth to participate 

active organizing against your efibrt 



counter-efforts launched in competition 
other (please describe) 



What strategies were most successful in overcoming community 
resistance?^ 

Are there any specific activities you have been unable to 
perform because of active resistance? (YES/NO) (if yes, please 
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specify) ■ 

Are there any specific activiUes you have been u^le to 
perform because of lack of partiapauon/support? (YES/NO) 
(if yes, please specify)__ 

What strategies were most successful in eUciting community 
participation?_____ ■ ■ 

\^T,at advice would you offer other communities like yours that 
are planning an HIV/AIDS prevention program for 
teenagers?, 

How would you rate your success overall? (1 = not at all 
su^ful, 5 - very su^ful) _ What evidence supports 

your rating? ■ — 

Do you have any other brief comment on community reactions 
to your program? . — 
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APPENDIX F 

ADDITIONAL KEY INFORMANT INTERVIEW RESULTS 

I. rOMMUNTTY rWARACTERISTICS 

Only six programs were completely Bon-urban; 58% of 
respondents served some suburbs and 48% served some rural areas. 
Widespread unemployment was noted in 52% of the urget areas. The 
typical elementary school (50%) enroUed between 250 and 500 students. 
Typical middle school enrollment was between 500 and 1000 students, 
and 52% of the high schools had enrollments of between 1000 and 
3000 The average high school drop-out rate was 22.9%; seven 
programs reported rates at or below 10% and, in four communities 
interviewed, rates were 50% or higher. In the majority of commumues 
(55%), the incidence of AIDS was thought to be low. However, it was 
perceived to be high in 11 of the target areas. 

n. PROGRAM DFitCRIPTIONS 

On the average, programs in this sample have been in operation 
since 1987. Their median service population was 3,000 youth. Target 
populations ranged in sized from 100 to several million. The median 
starting grade was 6th; five programs began in kindergarten. A large 
majority of the programs (83%) provided services to students through 
12th grade, and one served college students. A similar range of age 
groups was served by out-of-school programs; 68% had clients as young 
as age 12. 

Target groups included the foUowfae; 

All youth in school (13 programs) 
Runaway & homeless youth (10) 
Adults who work with youth (6) 
Hispanic youth in school (4) 
Youth-serving organizations (4) 
Juveniles in detention (4) 
Drug and alcohol abusing teens (4) 

General public (3) 

Health care workers (3) 

Parents and young teens (3) 

Gay and lesbian youth (3) 

Teens in protective custody (3) 

HIV-infected adolescents (2) 

Teen abuse victims (2) 
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STD clinic patients (2) 
Pregnant, inner-city teens (2) 
Latino out-of-school youth (2) 
Anglo out-of-school youth (2) 
Drop-outs (1) 
Rural youth (1) 
Upward Bound (1) 
Public housing residents (1) 
Farm workers (1) 
University students (1) 
Native American Youth (1) 

Of the 22 programs in the sample that had in-school 
components, 21 provided AIDS education. 

Other pr evention strategica Included- 

Social skills training (67%) 

Health care provision or referral (4"*%) 

Peer education (54%) 

Alcohol and drug abuse prevention (9%) 

After school recreation, information, and social 

services (4%) 
Teacher and principal training (4%) 
Social service referral (4%y 
Theater groups (4%) 
Counseling (4%) 
Emergency response teams (4%) 

Abstinence education was specifically mentioned by one program 
but most AIDS education curricula emphasize absUnence as a primarv 
means of avoiding infection. 

Most programs (n=22) also made at least some effort to reach 
out-of-school youth. 

MnJor prevention stnit«rfe« for out>of,sAoo| youth IncUid^. 
AIDS education (90%) 
Social skills training (86%) 
Health care provision or referral (57%) 
Peer educatioQ (57%) 

The following senicea were mlso m^tinneA* 

STD diagnosis, and/or free treatment 
Substance abuse counselling 
Residential bdUties or shelter referral 
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Academic classes 

Family counseling 

Staff training 

Condom distribution 

A safe place to meet 

Talks with Persons with AIDS 

Outreach 

Hotlines 

Linkage to Job Corps, religious agencies, and other 
services 

Liaison between com and high risk adolescents 
Summer day camp for inner city youth 
Speaker's bureau ' 

m. PttOaUAM IMPFTUS AND P f^NNlNG HISTORY 

In 87% of the cases, a particular event that sparked interest in 
AIDS prevention could be identified. 

Intercst>sparking events Included; 

Increase in STD's 

Increase in teen pregnancy 

A seroprevalence study of patients 

The first identified case 

The first identified female case 

Results of focus groups 

School request 

Needs assessment by the state department of education 
National Network of Runaway and Homeless Youth 

Symposium 
AIDS training 

HIV epidemic in San Francisco 

Increase in the number of adolescents with HIV 

A friend of the director's died of AIDS 

A physician with AIDS motivated the community 

First child with AIDS in the school system 

The average planning period was just over nine months. 

Initially, planners* central concerns were; 

Lack of community involvement (8 programs) 
Need to debunk myths about AIDS (15 programs) 
Urgency inspired by high exposure risk (14 program.) 
Need to counter opposition (6 programs) 
Other concerns, including: 
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-E>eveloping a program that would appeal to 
teens and parents, or that would stand 
up to rigorous evaluation 
-Accomplishing prevention goals in a short time 
-Wanting to be prepared when HIV began to 
affect teens 

-Lack of data on Dominican youths and 

communities in US 
-The high-risk nature of a subpopulation 
-Obtaining a grant 
-Alleviating fear 

-The intense impact on minority groups 

PaffcHts were involved in prcventkm In the following ways* 

Membership in AIDS coalitions 60% of programs 
Receiving AIDS Education - 48% 
Attending Communication Workshops - 36% 
Being Required to Help with AIDS Homework - 20% 
Planning Programs « 44% 

Parents were also involved in "other" activities, including: (1) 
provision of transportation, consent, interview data, evaluation feedback, 
and a quarterly newsletter, (2) participation in conferences, parents* 
nights, family counseling, door-to-door campaigns, and adult theater 
groups, and (3) use of the AIDS hotline. Only two programs said that 
they had no parent involvement 

In 23 of the communities in which these prevention programs 
were located, some kind of network or coaUtion of organizations and 
individuals concerned with AIDS had already been organized. In 18 
communities, the prevention program actually took part in network 
activities. 



Network mcmbershio p atterns; 

Adolescents (participate in 40% of the networks) 

Minority groups - 85% 

Parents - 60% 

Churches 55% 

Business Community - 40% 

Medical Service Providers - 90% 

Media - 30% 

In 60% of networks, some members fell into an "other" categc 
which included: 

AIDS issue groups 
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Hospice groups 

Sute Health Departments 

Other Youth Service Groups (e-g., Minority Youth 
groups) 

Community Based Organizatigns 
Education Groups 
Local Governments 
Psychologists 
District Attorneys 
Superintendents of Schools 

At some point in program development, 18 programs have 
employed the CDCs Guidelines fo r Comprehensive AIDS Education. 

Other sources of gnMancc: 

Research by Kelly' 

Research by Marda Quackenbush, San Francisco 
Safe Choice Curriculum (National Network of Runaway 
Youth) 

Emory University-AIDS Training Network 

National Education Association 

Minnesota AIDS Project 

Red Cross 

National Hotline 

COSSMHO 

National Catholic Educational Association 
CMHC Guidelines for Health Trainers 
Karen Hein's ATDS: Tradin g pears for Facts 
Idaho School-Based Policy: A Process Approach 
Center for Population Options Guidelines 
Arizona State Guidelines 

AlcohoVDrug Prevention Curriculum of the Navajo 
Nation 

NIDA's High Risk Youth AIDS Curriculum 
Massachusetts Counseling and Testing Guidelines for 

Adolescents 
Minnesota Department of Health Guidelines 
Miimesota AIDS Project Guidelines 
CASSP 

National Research Committee on AIDS 
US Conference of Mayors 
National Association of School Nurses 
Health Information Network 
International Society on AIDS Education 
National AIDS Commission 
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Previous work with a national organization or other source of 
technical assistance was reported by 89% of the respondents; 82% 
worked with a national organization. 

Sources of technical assistance Included! 
CDC (DASH) 
State ATOS Offices 
NIMH 
COSSMHO 

National Network for Runaway and Homeless Youth 
State Departments of Education 
AIDS Training Network 
Conference of Mayors 
Health Departments 

Texas Commission on Drag and Alcohol Abuse 
Southwest Network for Youth Services (and other 
regional or state networks) 

HRSA 
NIDA 

Public Health Foundation 
AIDS Institute 
Churches 

Idaho School Boards Assn (NASBE) 
National Commission on Conectional Health Care 
Universities (e.g., VA Tech Media Services, and 
University of MD for curriculum development) 
Management Groups (for setting up networks) 

School-based programs that had worked with national 
organizations were more likely to incorporate social skills training in 
their curricula, and the curricula were more likely to employ multiple 
strategies. Programs for out-of-5chool youth that had worked with 
national organizations were more Ukely to include peer education, and 
to belong to a local network. Utilization of guidelines additional to 
those provided by the CDC and provision of teen-oriented counseling 
were also conelated with working with national organizations. In 
addition, nationally linked programs were more likely to refer 
adolescents for HIV testing, legal or social services, and contraception. 
On a different note, those who had worked with national groups were 
more likely to cite overburdened schools as a barrier to service. 

The following barriers were described by program stalT ; 
No perceived risk (81%) 
Inadequate funding (70%) 

Fears that information would increase risk (67%) 
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Overburdeaed schcx)ls (44%) 
Inadequate expertise (33%) 
"Shoot the naessenger* problems (18%) 
Debates over state vs. local control (11%) 
Other barriers, including: 

. unresponsive, inconsistent, insensitive 
bureaucracies or authorities 

- invasive legislatures 

- difBculty of outreach to teen participants 
* differing staff values 

- anticipation of resistance 

. apathy or discomfort from parents 

. denial based on labeling AT S a "gay disease" 

- being barred by one cxuemely conservative 

school 

Of some reassurance is the fact that, when asked to rate the 
decree to which barriers had been overcome on a five-pomt s^e 
(where 5 = completely), only one respondent gave a program less than 
a "3." 

Once linked with national organizations, programs tended to 
stay involved, A single contact was reported in only two cases. 

TV rnviMiTNTTy RESPONSE 

On a four-point scale, where 1 was active resistance and 4 was 
stronc support, the following mean ratings were given to various 
community^egments to describe initial reactions to new prevention 
programs: 

Business - 2L8 

Local political leaders - 3.1 

School OfBcials - 3.3 

Religious Organizations - 2.8 

Other Community Organizations 3.4 

Parents - 3.2 

Sources from Outside the Community - 3.4 

tt^ictions aff ^r programs b r rame cstobllshfd (1 = none, 4 = a gn^t 
deal): 

Cooperation (3.3) 
Participation (Z9) 
Resisunce (2.1) 
Apathy (18) 
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In>school progniiiLs gnrrmntercd sam^ r^ut^^^ 
Active organizing in opposition (8) 
Speeches made in opposition to the program (6) 
Opposition in the press (5) 
Parents barring participation of youth (4) 
Counter-efforts launched in competition (4) 

Other forms of resistance, including: 

- Low enthusiasm among staff 

- Lay teachers concerned that Catholic parents 

would object 

- Initial administrative resistance 

- Focus groups saying sejs/homosCTuaUty were 

taboo 

■ Picketing or classroom presentations 

- Controversy over condom distribution 

^- M^MAINING mEDS AND PgnfiRAMMTNC «lTr^,irgxrr>i^^ 

Organizations providing health-related services to outK)f.school 
youth were particularly likely to need technical assistance. 

Remaining technical assistance needs follow: 

Assistance in EvaluaUon Design and Implementation f9^ 
Networking Strategies (4) 

Tuning for Trainers (especially regarding sexual abuse) 

Information on Outreach (2) 
Behavior Change Information (1) 
Where to Refer (1) 

Information About Sp] <*ading lUness (1) 
Curriculum Information (1) 
T^raining for Peer Counselore (1) 
Brochure (1) 
Lobbying (1) 

Access to National Publications (1) 

The following snwestiong for ovi^rnrmtlng Ko^^rs were olfe,^. 

Training^educationMformation dissemination^ 
Team teaching 

Use of video materials 

Qergy support 

Administration support 

Increased community awareness or perception of risk 
Increased funding 

^ s^* l> 
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Suggested strategies for overcoming resistance included ; 
View controversy as an opportunity 
Continue to educate (dispel myths): 
Train staff 

Educate school board 
Hold public discussions 

Use media to stress urgency, publicize a credible AIDS 
story 

Use peer education 

Reveal suicide and other statistics re: gay youth 
Work with high-risk youth 
Be honest 

Emphasize on good reputation of sponsoring 
organizations 

Work with community leaders, join organizations, recruit 

an active advisory committee 
Figure out who will listen to whom 
Work with parents and potential opposition from the 

outset 
E>o bilingual outreach 
Elicit clergy cooperation 
Ignore it (it dies down) 

Similar suggestions for enhancing community partldpatlon ; 

Communicate with parents' groups, use peer educators 
to educate parents, and otherwise involve teens 
Emphasize personal contact 
Meet with k^ community leaders 
Persist 

Have adequate numbers of staff 

Inform other agencies of your activities, find out about 

theirs, and elicit their assistance 
Use media 

Take part in "World AIDS Day* 
Make a local video 

Don*x label the group "AIDS'; dispel myths re: gay adults 
Join (or organize) a network 
Capitalize on a good organizational reputation 
Use church contacts 

Take the issue out of the moral realm; emphasize health 
concerns 

Share the deep concern of those working on the issue 
Be non-confrontational to groups 
Offer incentives to adolescents (food, money or donated 
items, air conditioning, a safe place to meet, 
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recreation) 
Ask the Idds what to do 
Focus on sldll-building 

General advice to providers andertaklny prevention programs : 
E?. sensitive to what your community can hear 
Be aware of your own staffs resistance 
You can't be a maverick; don't reinvent the wheel 
Be realistic 

Educate and get support from parents 

Include parents, teens, schools, churches and conmunity 

groups in planning 
Involve youth-serving agencies 
Make teens part of implementation 
Begin staff training early 
Contact both official and unofiBcial leaders 
Use TV and radio 

Someone needs to take a leadership position 
Develop policy 

Offer access to health care to teens 

Offer recreational and other non-AIDS services 

£)evelop a network 

Make peer pressure positive 

Good luck finding funding 

Develop social skiUs training 

Knowledge alone does not lead to behavior chanjge 

Stress enhanced life options/linkages to social services 

Have an excellent reputation 

Find the channel in the delivery system with the least 
resistance 

Don't aim clinic programs specificalfy at teens 
Don't give up because of legislative resistance 
Provide necessary facts about danger to gay youth 
Get a good advisory committee 
Follow the 1988 guidelines and talk about condoms 
Let people talk about their feelings & then give them 

an assignment 
Having at least a half-time staffer helps coalitions 
Trust is the most critical issue for the community; be 

flexible & willing to work within community 

norms 
Do your homework 
Focus on the difficult, critical issues 
Value and nurture your constituents; ofifer an 

information buffet 
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Overall, the community reactions have been positive 
School district administration has been supportive 
Homophobia is not systematically discussed 
Federal funding going directly to state governments 

would shortchange urban areas 
Health education is critical to other education 
We need funding 
We need more staff 
We need more training 

We need more information about available resources 

Funding needed for HIV prevention for high-risk youth 

Educate people about what youth can do 

We need to evaluate what we're doing 

Integrate services--don't ueat AIDS as a separate issue 

There is still much more we can do 

Imperative that ban on sex research be lifted 

Our program is always changing 

There have been increases in student compassion 

Exercise cultural sensitivity 

How coalitions formed ; 

Through the efforts of the state department of health 
Through the efforts of the gay community 
The NEA recognized a school 
Public pressure 

Out of community-based organizations 
In an effort to not duplicate educational and treatment 
services 

Which subpopulations received tailor-made outreach : 
Task forces 
Family physicians 
Chambers of Commerce 
Clergy 

Minoritj- churches 

Immigrants 

Tourists 

Leaders of organizations 
Black youth at-risk 
Conservative community members 
Schools (especially parochial) 
Latinos 

The first steps planners took: 

Conducted a needs assessment survey 
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Conducted seroprevalence study 
Initiated counseling 
Initiated testing 
Began staff training 
Wrote a grant proposal 

Wrote a policy statement, or PSA, or curriculum 
Picked speakers and topics 
Reviewed existing policy 
Recruited teens for peer counseling 
Conducted discussions, community meetings 
Formed a task force 

Sought technical assistance (e.g., from the National 

Network on Runaway and Homeless Youth) 
Targeted at-risk teens, conducted ouueach 
Identified special interests 
Contaaed high schools 
Created a theater group 
Got a phone for a hotline 

Sent US Health Service AIDS booklet to every 
household 

Convinced^ senior staff of prevalence of teen HIV 
infection 

Funding sources ; 

CDC (DASH) (4 programs) 
Drug Free Schools (2) 
Local tax dollars (1) 
Writing multiple grants (1) 
DHHS grant (1) 
Private foundations (2) 
Member contributions (1) 
Department of Education (2) 
NIAAA (1) 
University (1) 

State funds with local matching dollars (1) 

How government is involved In programs? 
Funder (15) 
NIH provided feedback 
Provided materials 
Provided TA 
Referral 

Collaboration and initiation 
Helped with curriculum 
Provides space 
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Partner in service 
Supports with policy 
Trains staff 

Provides guidelines, evaluation, consultation 
Advocate for networking, encourages cooperation 
This agency is governmental 

What had evaluations found? 

Knowledge and attitude change vs. control group 
Self-reported behavior change 
Won an award (two programs) 
Judged in compliance with CDC Guidelines (four 
programs) 

Study of knowledge and attitudes in progress (three 
programs) 

In depth site-visit based on criteria in the literature 

found us effective (f^ur programs) 
Goal attainment assessment (annual) satisfactory 
Knowledge was greater among older students than 

younger ones 
Significant reduction in emotional risk factors 
Improvements in cognitive functioning (problem-solving, 
etc) 

Preliminary data indicate that black inner-city females 
have fewer partners and are more influenced by 
church than white inner city females or college 
students 

Knowledge high, but sex and drugs high, condoms low 
Significant knowledge and social skills gains still present 

at sbc months 
Board of Education policy change means success 
Focus group comments 

A study of the use of PWA*s and minority trainers in 
progress 

A study of peer group norms in progress 

Process evaluation (four programs) 

Consumer satisfaction (staff training) (two programs) 

What evidence supports your success rate ? 

Continued enrollment, participation (3) 

Changes in the system 

Statistical evidence (2) 

Outside evaluation 

National comparison (2) 

People are talking to one another 
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Feedback 
State ratings 
Telephone survey 
Met program objectives 

High rates of infection support a low success rating 
Teen involvement 

Teens more articulate about the problem 
Low resistance 

In what settin28 do you do outreach to high-risk youth? 
Schools (public and on reservations) 
Govenunem housing units 
Via Radio & TV 
Shopping malls 
Upward Bound classes 
OB/GYN offices 
Family planning and STD clinics 
Juvenile hall or detention centers 
Half-way houses 
Runaway shelters 
Drug rehab centers 
Homeless shelters 
Boys' and Girls* clubs 
Centers for troubled adolescents 
Labor camps 

Parks where the homeless congregate 

Churches 

Gay bars 

Dry bars for adolescents 
Concerts 

Alternative placement residences 

Corporations/companies 

Job training classes 

At home 

Street comers 

What specific activities have you been unable to perform because of 
community resistance? 

Approaching participat^ts (1) 

Free condom distribution (13) 

Talking about AIDS in school (2) 

Addressing gay and lesbian issues (3) 

Talking about condoms (2) 

Talking about promiscuity (1) 

Use of explicit materials (1) 
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Displaying posters (1) ^ . . s m\ 

Distributing information (church resistance) (1) 

Whut specific ac t^v^t i^ hiivi^ voo h^n unable to perform becaus^^ o f 
lack of coKimunitv part tcipation? 

Reaching all in-school youth 
Analyzing program results 
Group sessions 
Hotline 

Information dispersemeni 
Promoting prevention options 
Outreach, especially in rural areas 
Networking 
Trips 

Enforcing local AIDS poUcy 

Ensuring universal awareness of AIDS nsk 

Parental education (2) 

Child abuse training 



Endnotes 



1 Kellv J A. et al. Behavioral Intervention to Reduce AIDS Risk 
Activities.- T^^ir..! of mnsulti»r ^^"^^^ Psychology. Vol. 
57. 1989. 
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ADDITIONAL VIEWS OF THE HON. RICHARD J. DURBIN; 
HON. PATRICIA SCHROEDER, HON. TIM JOHNSON; AND 
HON. PETE PETERSON 



This report by the Select Committee on Children, Youth, and 
Families presents a compelling case for the need to make a 
greater effort to help our nation's teenagers protect themselves 
from the danger of HIV infection. 

Every year, an astounding 3 million teenagers - one in every 
six are affected by a sexually transmitted disease. The 
prevalence of STDs makes it clear that a large number of 
teenagers are at risk of HTV infection. As HIV continues to 
spread throughout the country, the risk will continue to rise. If 
we are to avoid losing a significant portion of the current and 
next generation of teenagers to AIDS, we must become more 
successful at educating young people about the dangers they face 
and helping them to maintain or develop behaviors that reflect 
the reality of AIDS. 

The first line of defense, the most effective way to prevent 
HTV infection, is to abstain from sexual intercourse and injecting 
drugs. We must continue to present this message. With regard 
to sexual activity. Surgeon General C. Everett Koop made it clear 
what one must do to practice safe sexual behavior to avoid HIV 
infection: Abstain from sexual activity or have sex only with one 
mutually faithful uninfected partner. 

Since abstinence is the best way for teenagers to avoid HTV 
infection, it is important that programs promote abstinence. The 
Committee's report makes it clear that such programs are most 
effective when they are comprehensive programs providing 
individual attention and social skills training, including 
assertiveness, refusal skills, interpersonal problem solving, and 
decision making. These types of programs have resulted in young 
teens delaying the initiation of sexual activity. 

Unfortunately, we apparently have much more to learn about 
how to motivate older teenagers who are already sexually active 
to choose abstinence. Researchers appear to find that some 
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at>stinence programs result in self-reported attitude changes 
without producing actual behavior changes. Since abstinence is 
the only risk-free way for teenagers to avoid HIV infection, it is 
important that we continued to look for ways to help our nations' 
teenagers to embrace the abstinence message and to be 
empowered to live it out in their actual behavior. 

It is also important that we acknowledge the fact that many 
teenagers are and will continue to be sexually active regardless of 
the services and programs we offer. If we hope to see these 
teenagers live long adult lives without succumbing to AIDS, they 
need to know the facts about sexual activity and AIDS. 

The Surgeon General made it clear that condoms, while not 
risk-free, can reduce the risk of AIDS. According to the Centers 
for Disease Control, under ideal conditions condoms as 
contraceptives can have a failure rate as low as 0.6%, but the 
typical failure rate including inconsistent or incorrect use is 10- 
20%. If we care about protecting the lives of sraually active 
teenagers, we must provide them with the facts they need to 
reduce their risk of HTV infection, including the importance of 
using condoms to reduce the risk of infection, the risk that 
remains when using condoms, and the proper way to use condoms 
to minimize that risk« To do less would be to do an injustice to 
teenagers who rely on us to honestly present the facts. 

This report involves a number of subjects that tend to be 
uncomfortable and controversial topics of discussion, includiing 
AIDS and teenage sexual activity. We must not allow our natural 
reticence about these subjects to blind us to the importance of 
strong action. The lives of a generation of Americans hang in 
the balance. This report is important because it calls us all to 
examine what we are doing to prevent needless deaths in a \ery 
vulnerable population. Only a comprehensive approach, ui;ing 
every effective method available to us, can have hope of success. 

(Signed) RICHARD J. DURBIN 

PATRICIA SCHROEDER 
TIM JOHNSON 
PETE PETERSON 
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DISSENTING MINORITY VIEWS OF HON. FRANK R. WOLF, 
RANKING MINORITY MEMBER; HON. CLYDE C. 
HOLLOWAY; HON. LAMAR S. SMITH; HON. JAMES T. 
WALSH; HON. BOB McEWEN; HON. RICHARD SANTORUM; 
HON. DAVE CAMP; HON. BILL BARRETT 



EXECUTIVE SUMMARY 

The Democrat Report is entitled, "A Decade of Denial: 
Teens and AIDS in America." We couldn't agree with this 
characterization more. The denial stems from those who view the 
problem primarily as a health problem rather than what it truly 
is - a behavioral problem. 

The Report prepared by the Democrats was over one year 
in the making, and the Republicans were given only one week to 
review and to respond. The Democrats are asking us to respond 
to a 375 page report on a topic of critical importance to families, 
to communities, and to our nation - in one week . 

The issue of AIDS and Teens ought not send us into 
partisan camps. The problems are too important to our families 
and to our nation. Hov/ever, disagreement exists. The 
Republican Members of the Select Committee on Children, 
Youth and Families, who signed onto the Minority Dissent, do 
not take the position that early sexual activity is a normal and 
inevitable part of growing up. 

Make no mistake, this is not another partisan battle over the 
budget for spending on teenagers or AIDS. It is a cultural 
dilemma which demands cultu-.al solutions. The problems that 
stem from the sexual activity of 13-year-olds are not solely health 
problems. The solutions proposed by the Democrats are largely 
programmatic, monetary and services-related - these are the main 
features of their "comprehensive" approach. However, let us be 
clear, any attempt to substitute a program for a family or 
services for values is doomed to fail. 

The Democrat Report takes the position that the best we, as 
a society, can do is to continue to do more of the same - fund 
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more explicit sex education courses, including AIDS prevention 
education aimed at younger age children, and finance more 
•^comprehensive" school-based health clinics that will dispense 
contraceptive devices to teens. There is evidence which shows 
that these efforts are not working. 

We have reached the point in our society where we either 
go with the solutions proposed by the Democrats in this report, 
and commit huge amounts of public funds to deal with the 
consequences of teenage sexual activity - including cancer of the 
cervix, pelvic inflammatory disease, syphilis, gonorrhea, as well as 
death from AIDS - or, we can draw the line and fight to 
recreate our culture. We need to send out a loud and clear 
message that we want our teenagers to abstain from practices that 
endanger their health. 

The best way to guarantee that a child will not contract a 
sexually transmitted disease (STD) or AIDS, or suffer from an 
out-of-wedlock pregnancy, is to strengthen the family. To do less 
is to court failure. The most important predictor of sexual 
activity is family stability. Family structure is an important factor 
in learning self-restraint. 

Research evidence is convincing that teenagers who engage 
in early sexual activity have many motivations: emotional and 
psychological needs to be loved; desperate attempts to overcome 
loneliness and a sense of not belonging; as well as peer pressure. 

It appears then, based on a review of medical and 
psychological literature, that teens are seeking love and we are 
giving them biology classes. Teens are seeking guidance about 
whether to engage in sexual experimentation and we are giving 
them options. Teens are seeking to belong, to be given a sense 
of community with shared values, and we are giving them a hall 
pass to see the school nurse. 

As a society, we do not accept the inevitability of substance 
abuse. The argument that "everybody is doing it" is not the 
position we as a culture hold when the issue is drugs, alcohol or 
violence. The campaigns to reduce substance abuse or violence 
send clear and direct messages. We are resolute in our stance 
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against it and our message is beginning to take hold. Yet, when 
it comes to teenage sexual activity, the message crumbles and our 
resolve goes up in smoke. 

Clearly not all children are at equal risk of contracting the 
AIDS virus or an STD, For teens who have not had sexual 
intercourse at all, who do not use intravenous drugs, the risk of 
HIV or STD infection is very low. The evidence is overwhelming 
that teenagers who say :^o are healthier physically as well as 
mentally. 

Early sexual activity with its risk of multiple lifetime partners 
has been described as the most important health risk factor for 
young women. This activity can lead to lifelong, seriuus and 
adverse health consequences, especially in ^ girls. These include: 
cervical cancer, chlamydia, complications in pregnancy, ectopic 
pregnancy, infertility, pelvic inflammatory disease, high rates of 
sexually transmitted diseases, as well as the suffering 
accompanying unwed teenage pregnancy and abortion. 

Although the prevalence of HIV infection among teens is 
unknown, as the level of risk-taking behavior among this group 
becomes identified there is a growing concern about the future 
rate of HIV infection. Findings from a few studies suggest that 
a large number of teens who are aware that sexual activity 
increases the risk of contracting AIDS are not changing their 
behavior accordingly. 

There are many who question the advocacy of condom use 
because condoms do not change the behavior which puts teens at 
risk. 

Condoms only permit the same inappropriate behavior at a 
different rate of risk, thus, the goal with condoms is risk 
reduction. Because of the life-threatening nature of the HIV 
virus, the risk of transmitting this virus must be eliminated. 
There is no acceptable level of risk in these cases. Moreover, 
the evidence shows that when condoms are used by teenagers the 
failure rate is higher than in the general population -as high as 
30%. 
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Safe sex for teenagers today is clearly not using condoms but 
in using self-restraint • abstinence. ' 

We can surely agree as a nation with the findings of the 
National Commission on Children that "children and adolescents 
need clear and consistent messages about personal conduct and 
public responsibility/ The fact that some teens engage in 
unhealthy behavior should not discourage us as a society from 
promoting moral conduct. 

Values and culture are not irrelevant issues in this fight 
against the HIV virus and teenage sexual activity. Behavior is 
strongly influenced by culture. To help change behavior we need 
to change the messages we transmit about the appropriateness of 
teenage sexual activity. This Republican Dissent is an attempt to 
change the message about our expectations for our youth. 
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INTRODUCTION 

The Majority Report is entitled, "A Decade of Denial: Teens 
and AIDS in America." We couldn't agree with this 
characterization more. The denial stems from those who view the 
problem primarily as a health problem rather than what it truly 
is -- a behavioral problem. This dilemma is rooted in the 
substandard culture of values that far too many teens hold today. 
The numbers are staggering in terms of the terrible consequences 
of early sexual activity -- such as cancer of the cervix, 
complications in pregnancy, resultant infertility, unwed pregnancy, 
abortion, and high rates of sexually transmitted diseases, including 
the contraction of the HIV viru vhich causes AIDS. 

The Republican Members of the Select Committee on 
Children, Youth, and Families, who signed onto the Minority 
Dissent, do not take the position that early sexual activity is a 
normal and inevitable part of growing up. 

Our experience tells us that the findings from the recently 
released report from the National Commission on Children, 
Chaired by Senator John D. Rockefeller IV, are based in fact: 

The majority of young people emerge from adolescence 
healthy, hopeful, and able to meet the challenges of adult life. 
Half of America's 10-17 year olds are doing well and are at 
very low risk of experiencing problems related to their social 
behavior. They are progressing in school, they are not 
sexually active, they do not commit delinquent acts, and they 
do not use drugs or alcohol.^ 

The fact that some teens do engage in unhealthy behavior . 
should not discourage us, as a society, from promoting moral 
conduct. In our Republican dissent we carefully document the 
medical consequences of early sexual activity and agree with S.L. 
Barron, M.D., who stated in the British Journal of Obstetrics and 
Gvnecology . "Discouraging sexual activity before the age of 



^ Beyond Rhetoric: A New American Agenda for Ch ildren and Families, Final 
Report of ttie National Commission on Children, U.S. Government Printing Office, 
Washington, D.C., 1991, p. 219. 
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consent seems to have a medical bs well as moral basis'*^ 

Values and culture are not irrelevant issues in this fight 
against the HIV virus ^nd teenage sexual activity. Behavior is 
strongly influenced by culture. To help change behavior we need 
to change the messages we transmit about the appropriateness of 
teenage sexual activity. In short, we need to change the cultural 
message. ^ 

Currently, the cultural messages we send about teenage 
sexual activity virtually ignore the values of self restraint, self- 
control, fidelity, and respect for oneself and others. In the words 
of Dr. Bill Bennett, "cultural problems demand cultural 
solutions."^ One solution is abstinence-based programs. 

Abstinence-based programs go beyond the symptoms and 
address the root problems associated with early sexual activity. 
Addressing these problem at the root is vital to helping our youth 
achieve their full potential according to Dr. Linda Meloy M.D., 
Assistant Professor of Pediatrics at the Virginia CommonweaUh 
University: 

As a nation, we need to stop treating the symptoms of our 
adolescent's sexual activity and turn to the root cause of the 
problem. Drugs can eradicate the gonorrhea discharge, but 
cannot heal the ^ered relationships and developmental 
delay. Premarital sexual activity is harmful to the full maturity 
of the teen and to their family relationships. Abstinence and 
delayed gratification need to be stressed to our youth to aid 
them in achieving their ultimate potential.'^ 



Barron, S.U, "Scaaml Activity in Girit Under 16 Ytm of Age," British Jounia) 
of Obstetrics and Gynecology . August 1986, p. 787. 

Bennett, William J., former SccrcUiy of U.S. Department of Education, 
"Children and Culture in Modern America,- Remark* at the Univerwty of Notre Dame, 
South Bend, Indiana, October, 17, 1990. 

^Meloy, Linda, M.D., Assistant Professor of Pediatrics, Children's Mcdt'cal 
Center, Medical College of Virginia, Virginia Commonwealth University, personal 
communication, April, 1992, 
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The federal government funds abstinenc^-basedpfogranis 
through the Adolescent Family Life Program (Title XX) ot the 
Public Health Service Act: 

Title XX provides demonstration grants for developmentally 
based social service programs that encourage adolescents to 
delay sexual activity, provide servi^ to PJ^^^"^ J"^ 
parenting teenagers, and promote^ adoption as a positive 
alternative to adolescent parenting. 

These abstinence-based programs were the subject of a 
recommendation by the National Commission on Children, a 
bipartisan panel: 

We recommend expansion of the Adolescent Family Life 
Program, (Title XX) which encourages young people .o 
abstain from early sexual activity in order to preven 
pregnancy and sexually transmitted disease. The National 
&Son on Children recommends that Congress 
appTprtte an additional $33 million bringing total program 
funding to approximately $40 million, which is comparable to 
SeTfel of finding for Title X family planning services for 



teenagers/^ 



We heartily endorse the recommendations of the National 
Commission on Children. We have reached the point where^e 
e^heTgo with the solutions proposed by the Democrats in th.5 
report, and commit huge amounts of public funds to deal with 
hrco'nsequences of teenage sexual activity - ^-^^^^^^^^^^^ 
the ceivix pelvic inflammatory disease, syphilis, gonorrhea, 
'c^mpHc"of pregnancy, chlamydia illegitimacy, aborUon as 
well as death from AIDS - or we can draw the line and fifihLio 
^^^^ourcuUure. We need to send a loud and dear message 
^ vve want^ teenagers to abstain from practices that 
endanger their health. 

The best way to guarantee that a child will not contract a 
STD, or AIDS, or suffer from an out-of-wedlock pregnancy is to 



^Rc ynnd Rhetoric ^ p. 237. 

35'; 



^ibid. p. 246 
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strengthen the family. To do less is to cx)urt failure. 

What is needed is not simply to engage in "puritanicar 
preaching about the evils of teenage sexual activity. In the words 
of William Roper, M.D., M.P.H., Director of the Centers for 
Disease Control: 

We need to be sure that we are not simply engaging in 
puritanical preaching but are striving to create a new health- 
oriented social norm that allows teens to feel comfortable in 
choosing to refrain from s^"^ 

No doubt some will point to the staggering numbers of 
teenagers engaging in unhealthy sexual practices as evidence of 
the need to provide condoms and abortions on demand. But a 
correct interpretation recognizes the following: 

It is quite true that we will always have sexually active 
teenagers, and cx)nsequently, unintended premarital teenage 
pregnancies, h is equally true that we will always have 
prostitutes, drug addicts, alcoholics, wife abusers, rapists, tax 
evaders and thieves. The fact that some individuals will 
engage in unhealthy behavior should not discourage society 
from promoting moral conduct.^ 

Make no mistake, this is not another partisan battle over the 
budget for spending on teenagers or AIDS. It is a cultural 
dilemma which demands cultural solutions. The problems that 
stem from the sexual activity of 13-year-olds are not solely health 
problems. The solutions proposed by the Democrats, in the 
Majority Report, are largely programmatic, monetary and services- 
related; these are the main features of their "comprehensive" 
approach. However, let us be clear. Any attempt to substitute 
a program for a family or a service for values is doomed to fail. 



"^Ropcr, William L., M.D., M.P.H., TJnking Science, Policy and Practice" 
Rcmartai at the 9th Annual Prevention Conference, Baltiniorc, Maryland, March 24, 
1992, p. 5. 

^Lanon, Susan S., Lyons, John, Ph.D., and Anderson, Rachel, T)o School-Based 
ainics Work?," Family Policy. A publication of the Family Re»carch Council, March 
1991, p. 7. 
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The Majority Report assumes that youths will inevitably 
engage in reckless sexual behavior and that this behavior is a 
normal part of growing up in today's world. Moreover, it takes 
the position that the best we, as a society, can do is to continue 
to do more of the same - fund more explicit sex education 
courses, including AIDS prevention education aimed at younger 
children, and finance more "comprehensive" school-based health 
clinics that will dispense contraceptive devices to teens. This is 
the direction we have been going and it has not worked. This 
Republican Dissent will review the scientific literature which 
demonstrates this point. 

FAMILY PLANNING SERVICES. RATE OF TEEN 
ABORTIONS. RATE OF TEEN BIRTHS 

Over $2 billion has been spent on the Title X family 
planning program since its inception in 1971. Yet it has been 
documented that teenage births and abortions have increased at 
the same time Title X funding has increased.^ In fact, those 
states with the highest expenditures on family planning and with 
similar sociodemographic characteristics demonstrated the largest 
increase in abortions and out-of-wedlock births.^^ 
(See figures la, lb) 



Yocst, Charmaine Grouse, "The Reauthorization of Title X of the Public Health 
Service Act," Testimony before the Committee on Energy and Commerce 
Subcommittee on Health and the Environment, U.S. House of Representatives, 
Washington, D.C, March 19, 1991. 

^ ^Testimony cited in Pcden and Glan, eds., The American Family, p. 356; 
Jacqueline R. Kusan, Teenage Pregnancy: What Comparisons Among States and 
Counties Show . Stafford, VA : American Life League, 1986, as cited by Bradley P. 
Hayton, Ph.D at Hearing The Risky Business of Adolescence: How to Help Teens 
Stay Safe" Select Committee on Children, Youth, and Families, U.S. House of 
Representatives, Washington, D.C, June 18, 1991, p. 111. 
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TITLE X AND BIRTHS TO LTiMARRIED TEENAGERS (fiwrc la) 

During the period from 1971 to 1988. TiUc X received funding in excess of $2.1 billion dollars. Dunng 
this same period the number or births to unwed teens per year increased by 61 percent. This inattte 
m the number of unwed births per year was not due to a surge in the female leca population; the number 
ot unmarried 15 to 19 year old women m 1988 was oniy I percent larger than in 1971. The inaease was 
the consequence of a 51 percent increase m the birth rate of 15 to 17 year old unznarried teens during 
the penod and a 66 percent mcrease in the birth rate of those 18 to 19 year old. 



Dau rrom the National Longitudmai 
Survey ot Youth ( 1 979- 1 985) indicate 
that within a year of giving btnh as 
an adolescent, half of unmarried teen 
mothers had started receiving AFDC. 
within 5 yean after giving birth 
nearly four out of five who staned 
out as unmarried teen mothers 
required public assutaoce. * 

In 1986 83 percent of teen mothers 
receiving AFDC had never heen 
married to the father oi their 
youngest child. The poverty rate 
8 1 percent for unmarried i een 
mothers living with their children. ** 



TEEN BIRTHS: PROPORTION OUT-OF-WEDLOCK t 




(figure lb) 



* CoflfTMWMAi Buditi Office. Sources of Support for AdoUMCtm Motkgn, S«p<«Bb«r 1990. TiblM 10 A 13. 
** Contttmocti Bud|«i Office. Sources of Support for A4oU»c£M Hothtn, SeptAfflbtr 1990. Tabk 17, p. M. 
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Researchers appear to be particularly puzzled by the 
association between family planning and teenage sexual activity: 

Instead of the expected reduction in teenage pregnancies, 
greater adolescent involvement in family-planning programs 
was associated with significantly higher teenage pregnancy 
rates/^ 

Joseph Olsen, and Stan Weed, in a study that replicated 
their earlier work found that greater teenage involvement in 
family planning programs was correlated significantly with higher 
pregnancies and higher teenage abortion rates/^ 
(See figure 2a-2d) 



^^Zclnik and Kantncr, 1979 « cited in "Effects of Family Planning Programs for 
Tccnagcrt on Adolescent Birth and Pregnancy Rates" Olsen, Joseph A., and W«d, 
Stan. FaiDi^ Pcrapective. Fall. 1966. p. 153. 

^^Olscn, Joseph A. and Weed, Stan E, "EffccU of Family Planning Programs on 
Teenage Pregnancy-Replication and Extension; Family Pcrspectrves. Fall 1986, pp. 
173. 175. 
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(figure 2a) 



The birthrate of unniarricd teenagers has increased nearly 5.5 limes since 1940 with haif of the increase 
occurring since 1975. Neither the a« ailability of oral contraceptives, the legalization of abortion, the 
threat of AIDS or the wholesaJe teaching ot sex education has appreciably slowed its growth. Over the 
last 50 years the unmarried teen '/inhrate has increased at an average rate of 3,4 percent a year. The 
tinJy significant period during uhich the rate stabilized was from 1956 to 1963; even the 5 year period 
following the legalization ot abonujn sjw an average growth rate of nearly 2 percent per year. 

During the 1980s the average grov^ih 
of the unwed teen birth rate was 4 4 
percent per year. During the last five 
years growth in the unwed teen hioh 
rale accelerated to a 6.1 percent 
annual average which was the 
highest five-year period ot increase 
since the 1946-51 period. 

The birth rate for unmarried teens, 
both for 15-17 and 18-19 \^di v\ 
olds, more than doubled since 1966 
In the last four years alone the birth 
rate of unmarried 15 to 17 year olds 
has increased by 28 percent and that 
of 18 and 19 year olds h£S increased 
by 23 percent. 

(figure 2b) 
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THE MA.TORITY OF TEENS ARE NOT AT RISK 

Clearly not all children are at equal risk of contracting the 
AIDS vims or an STD. For teens who have not had sexual 
intercourse at all, or who do not use intravenous drugs, the risk 
of HIV or STD infection is very lowJ^ 

The majority of teens are not engaging in behaviors that put 
them at risk, according to the National Commission on Children: 

The majority of young people emerge from adolescence 
healthy, hopeful and able to meet the challenges of adult 
Iife...They are progressing in school, they are not sexually 
active, they do not commit delinquent acts, and they do not 
use drugs or alcohol/'^ 

RISKY SEXUAL BEHAVIOR IS INCREASING 

Teens who engage in risky sexual behaviors increase their 
odds of infection. 

At higher risk are adolescents who do one or more of 
the following: 

* engage in sexual intercourse at early ages 

* engage in male-to-male sexual relations 

* have several sexual partners 

* do not use condoms during sexual intercourse 

* use drugs that can be administered intravenously, such 
as cocaine, amphetamines, steroids, and heroin/^ 

Tragically, as reported in the Journal of Adolescent Health 
(1991), "the rates of adverse sexual consequences among our 



Adolescent Health-Volume 11: Background and the Effectiveness of Selected 
Prevention and Treatment Services. US. Congress, Office of Technology Assessment, 
U.S. Government Printing Office, November 1991, p. 271. 

^^ Beyond Rhetoric^ p. 219. 



Adolescent Hcalth-Volumc II. p. 271. 
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teenagers have not fallen and risky sexual behaviors seem to be 
increasing."^*' Our experience with the strategies cunently being 
used lead to the recent admission by the Centers for Disease 
Control Division of STD-HTV Prevention (1991) that "our ability 
to bring about change in behavior currently appears minimal." 
See figures 4a-4c for evidence on syphilis and gonorrhea. 

Premarital intercourse remained stable in our country 
essentially from 1925 to 1965.^* During that time period the 
values of self-restraisf and self-control were highly regarded. This 
shows that adolescents are capable of refraining from 
inappropriate sexual activity when the culture supports it. 

The birthrate of unmarried teens has increased substantially 
since 1940. But in recent years, its growth has accelerated. 
(See egures 2a) 

TKENS AND AIDS: AN EMERGING RI SK GROUP 

Recent studies are documenting that some adolescents are 
behaving in ways that puts them at risk for contracting the AIDS 
virus. Although the prevalence of HIV infection among teens is 
unknown, as the level of risk-taking behavior among this group 
becomes identifled there is a growing concern about the future 
rate of HIV infection. What is known is that the long latency 
period in which symptoms are not manifest may mask the number 
of individuals who contracted the virus as teenagers. 



^''Catei, Willani, Jr., M.D. , M.P.H., "Teenagers and Soual RUk Taking: The 
Best of Times and the Wont of Tunc*," Journal of Adolescent Healt h, March 1991, p. 
84. 

^'^Aral Sevgi O., Ph.D, "Sexual Behavior and Risk for Sexually Transmitted 
Infectioiu;" STD Bulletin. U. S. PuWic Health Service, Ccntcn for Ditatc Control/ 
Division of STD-HIV Preveotioo, May 1991, p. 9. 

^^Chilman, C, "Adolescent StscuaUty in a Changing American Sodcty Social aiKl 
Psychological Perspective.," Waihin«too, D.C, DHEW Publication No. (NIH) 79-1426, 
1978 as cited in Thomas R EUdns, M.D., "On the Need for More Careful 
Consideration By GynecotogjsU of Sa Education Programs in Public Schools, A 
pretenution at the Senate RcpuWian Caucus oo Sex Education, Unsin|. Michigan, 
August 1989, p. 2. 
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There exists a strong association between an active sexually 
transmitted disease and the HFV virus: 

The epidemioiogic evidence has suggested that a substantial 
proportion of adolescents engage in high-risk behavior 
associated with the acquisition and transmission of STDs. . , 
As recent evidence has indicated that having an active STD 
is strongly associated with an increased risk of HIV infection, 
this age group appears to be at considerable risk.^^ 

There is little data assessing adolescents' knowledge of AIDS 
and risk of HIV infection. These findings suggest that a large 
number of teens who are aware that sexual activity increases the 
risk of contracting AIDS are not changing their behavior 
accordingly.^^ 

In short, the research on AIDS prevention programs targeted 
at teens shows that these programs must be comprehensive in 
nature i.e., carefully examine the causes of the behavior including 
the psychological, social, maturational as well as cultural 
determinants of the behaviors that put teens at risk for HIV. This 
approach goes beyond the provisions of contraceptive sendees 
which is the primary focus of current intervention efforts.^^ 



CHARACTERISTICS OF T EENS WHO ABSTAIN 

The most important predictor of sexual activity is the stability 
of the family.^^ Family structure is an important factor in 



DiCIemcnte, Ralph J., 'The Emergence of Adolescents as a Risk Group for 
Human Immunodeficiency Virus Infection," Journal of Adolescen t Research. January 
1990, p. n. ~ ' ' 



^^ibid. 



Lyons, John F., Ph.D., "School-Based Health Clinics;' Children's Voice. Winter 
1992, p. 19. ' ■ 

^^Stiffman. Axlene R., Earls, Felton, Robins, Lee N., Jung, Kenneth G., and 
Kulbok, Pamela, "Adolescent Sexual Activity and Pregnancy: Sociocnvironmcntal 
Problems, Physical Health, and Mental Health,'' Journal of Youth and Adolescence. 
October 1987. " " ' 
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learning self-restraint The data indicate that the environment in 
which a child grows i.e., family, school, community and peers, is 
an important predictor in the onset of risky behavior: 

The protective role of supportive environments during 
adolescence must be acknowledged and may be critical in 
developing prevention and intervention programs. Family and 
peer factors are crucial, with parental behavior and style being 
important correlates of onset Increased parental involvement 
appears to prevent the onset of risk behaviors and mitigates 
the most negative outcomes of risk behavior.^ 

The evidence is overwhehning that teenagers who say "No** 
are healthier physically as well as mentally. As reported in the 
Journal of Youth and Adolescence^ "sexually inactive youths have 
the lowest rates of mental health problems."^ 

Our findings here indicate that a truly comprehensive 
approach to teens and AIDS in America must include support for 
teens who say "No", as well as a much more in-depth research 
assessment of those who abstain. There is much to learn from 
chis approach. 

Clearly, there is a relationship between sexual activity and 
the values teens hold Teens who hold traditional values are 
more likely to abstain from sexual activity. In a 1990 study 
reported in Family Pl annin g Perspectives : 

Bivariate analysis revealed that religious attendance and 
importance of belief were strongly conelated with adolescent 
sexuality: Those who attended religious services frequently 
and considered religion important in their lives also had more 
restrictive attitudes toward prenuirital sex and reported less 
sexual experience. 

Both the mothers' attitudes toward premarital sex and the 
teenagers* religious attendance had statistically significant 



^Imvin, Charict Jr^ hLD^ The Tbconitical Concept of At-Rltk Adoteicent*," 
AdoicKcnt Medicine: State of the Art Revietw, Febnuuy 1990, p. 10. 



^^Stiffmin, Arienc ct »L, p. 507. 
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effem on the adolescents* sexual attitudes and behavior. ^ 

Findings published by the Department of Health and Human 
Services in 1991 are consistent with the above study: 

Women aged 15 through 19 are more likely to be se?aially 
active if they are not regular church attenders and if they 
report ihat religion is not very important to them.-^^ 

Discipline, or the values that parents transmit to their 
children apf)ear to modify the behavior of teens when it comes 
to sexual activity: 

Adolescents who report their discipline received al home as 
"not strict at all" are more than twice as likely to participate 
in nonmarital intercourse than adolescents who report a 
moderate amount of strictness and rules.^"^ 



THE STRONGEST MOTIVATION FOR TEENAGE SEXUAL 
ACTIVITY IS EMOTIONAL NOT PHYSICAL 

Receut research, reported by the Journal of Adolescent 
Health Care , states that: 

Teenagers have masiy motivations for wanting to be sexually 
active ranging from psychoscxial needs (acceptance, love, peer 
pressure) lo simple curiosity and experimentation, Re<:^nt 
rcv-rearch has identified the need to achieve maturity and 
accept'i.nce through parenthood as a motivation for s^iiMal 
activ^y among low-income black girls. In general, however, 
the strongest motivation for adolescent sexuality is the 
emotional and psychological need lo love and be loved ... 
Often, the physical enjojonent of sex is not an importani 



RclUcz, L., "Ajdolcscents' Attitudes Toward Prcmaritai S^rr Affcc'/. Rcligi-Jus 
Actmly," Family Piann i n^ Pc ret Mxiivcs , January/Febnjary 1990, p. 4?.. 

^^ Hcahhy P eo ple 2000: National Health Pro motion and Dis ease Pygv cntion 
Objective s. U.S. r)eparlrneni of Health and Muman Seivices, Public Health Scrvic<i, 
1991, p. 194. 
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motivation, particularly among young adolescents. 

What this research says then is that in meeting the needs of 
teenagers we will miss out mark if we respond to teenage sacual 
activity as if nothing else but hormones were driving this 
behavior. 

In a classic work by Professor Armand Nicholi, of Harvard, 
writing in the American Journal of Psychiatry^ referring to the 
college students he interviewed, he states: 

Hiey described their sexual relationships as less than 
satisfactory and as contributing little to providing the 
emotional closeness they desired. They expressed a profound 
loneliness and a "sense of not t>ek>aging." Tbeir sexual 
behavior by and large appeared to be a desperate attempt to 



overcome this loneliness.'^ 

This finding was confirmed in the Journal of the Ohio State 
Medical Association : 

We need to help them develop a sense of awareness, to show 
them they can express their new sexuality in ways other than 
becoming sexually active to let them know they are allowed 
to say "No.*^^ 

Teenagers may behave in a manner that is inconsistent with 
their own beliefs. In a recent study reported in the American 
Journal of Preventive Medicine : 

BooxAi on results from self-administered questionnaires from 
3,500 juniors and seniors at four inner-city high schools, 83% 
of sexually experienced adolescents said that the best age to 



"^O'Reilly, Kevin R., and Aral, Sevp O., '*Adolc«ccncc and Sexual Behavior, 
Trends and Implications for STD," Joumal of Adolescent Health Care« July 1985, 
p. 267-268. 

^Nicholi, Annand M., "A New Dimension of the Youth Culture," American 
Joumal of Psychiatry, April 1974, p. 397. 

"^^Portcr. Susan, '^Scjniality and Pregnancy; A Change in Values," Ohio Medicine, 
Joumal of the Ohio State Medical AMOciation. March 1987, p. 157. 
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initiate intercourse is older than their age at initiation, and 
approximately 25% of both sexes who have had intercourse 
said they believed that sex before marriage is wrong.^^ 

One inteipretation of this finding clearly is that to resolve 
the inconsistency between behavior and belief structure we need 
to send teens very clear messages promoting moral conduct. 
Gary Bauer, president of the Family Research Council, expressed 
it well: 

American society has reached the point at which it must 
choose between two fundamentally opposed solutions to the 
problem of adolescent sex We must either make a massive, 
and open-ended, commitment of public resources to deal with 
the consequences of promiscuity (including illegitimacy, 
abortion, venereal diseases, AIDS, teen suicide); or we must 
explain to the young, for their own good, one clear sundard 
of conduct which tells them how to grow up/^ 

In a study reported in Family Planning Perspectives (1990), 
more than 1,000 sexually active girls, aged 16 and younger, were 
asked what topic they wanted more information on and 84% 
checked the item "how to say no without hurting the other 
person^s feelings."^^ 

Peer pressure is a consistent finding in the literature as to 
why teens are engaging in reckless behavior: 

Teenagers report that social pressure is the chief reason why 
their peers do not wait until they are older to have sexual 



*^ Fielding, Jonathan E., M.D., M.P.H., and Williams, Carolyn A., Ph.D, RN 
"Adolescent Pregnancy in the United Slates: A Review and Recommendations for 
Clinicians and Research Needs," American Journal of Preventive Medicine. Vol. 7, 
Number 1, 1991, p. 4S. 

32 

Bauer, Gary L,. T iie Familr. Preserving America's Future. A Report to the 
President from the White House Worlcing Group on the Family . December 1986, 
p. 27. 

33 

Howard, Marion, .ind McCabc, Judith B., "Helping Teenagers Postpone Sexual 
Involvement," Family Planning Perspective* , January/February 1990, p. 22. 
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intercourse.^ 

It is also noted in Public Health Reports, "We know that the 
single best indicator of virginal status in girls is peer 



expenence. 
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What these studies confirm is what Bill Bennett has been 
saying for some time: 

Courses should stress that sex is not simply a physical or 
mechanical act We should explain to children that sex is 
tied to the deepest recesses of the personality. We should 
tell the truth; we should describe reality. We should explain 
that sex involves complicated feelings and emotions. Some 
of these are ennobling, and some of them-let us be 
truthful-can be cheapeninf^ of one's own finer impulses and 
cheapening to others.^ 

It appears then, based on the literature, that teens are 
seeking love and we are giving them biology classes. Teens are 
seeking guidance about whetV r to engage in sexual 
experimentation and we are merely listing options for them. 
Teens are seeking to belong, to be given a sense of community 
with shared values, and we are giving them a ball pass to see the 
school nurse. 

RISK TAKING BEHAVIORS ARE INTERRELATED 



Adolescence is a developmental stage characterized by rapid 
physical and psychosocial growth. It is a time when many teens 
are prone to reckless behavior: 



34, 



Healthy People 2000. p. 193. 



•^^Macdorald, Donald I., M.D. "An Approach to the Problem o( Tccnag;c 
Pregnancy; Public Health RctXMK. July-Augmt 1967, pp. 377-385. * 

-'^Bennett, William, J., fof i icr Secretary of U.S. Department of Education, "Sex 
and the EducatkMi of our ChlWrcn* Remarta at the National School BcMirtU 
Auoctation, Waahingtoo, D.C. Januaiy 1967, p. 10. 
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Adolescence is characterized by rapid physical and 
psychosocial development. It is also a time when many 
teenagers engage in a wide variety of risk-taking behaviors. 
Cigarette smoking, bizarre eating behaviors, and alcohol and 
other sut>stance abuse, often coupled with irrational motor 
vehicle use, are examples of impulsive risks taken by 
teenagers in their attempt to act as adults. The early reckless 
sexual activity in which many teenagers engage is another 
example of such risk taking. All these behaviors ar^ usually 
regarded as problems by parents, educators, and health care 
providers, and they become sources of conflict in relating to 
teenagers."^"^ 

There are considerable data to support the concept that 
early sexual activity is associated with other health-endangering 
behavior like smoking and drug use: 



Sex is only one of many risks that adolescents take. As with 
sexual experience, the proportion of teenagers who smoke, 
use alcohol, or use drugs increases with age. Much of this 
risk-laking behavior may have its origins in the family 
structure or in peer group pressure and the adolescent's 
desire to be accepted. For example, teens are more likely to 
^moke in the company of other teens than they are to smoke 
aione or in the ampany of others who are not teens. Teens 
who engage in one risk-taking behavior are also likely to 
engage in other risk-taking behaviors as well: girls who begin 
intercourse at an early age are more likely to smoke than 
girls who begin intercourse later,"^^ 

Girls who are particularly vulnerable to alcohol or marijuana 
use are also likely to engage in early sexual activity: 



Our data support the concept that sexual activity is a 
significant associate of other health-endangering behaviors 
and that with increasing age, coitus is increasingly linked with 
alcohol or marijuana experience. The link is stronger for 



•^'^O'Rcilly, p. 262. 



•^^ibid. pp. 267-268. 
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girls.^ 

As a society, we do not accept the inevitabiUty of substance 
abuse We are resolute in our stance against it and our message 
is beginning to take hold. Yet, when it comes to teen sexual 
activr'ty, the message crumbles, our resole dismtegrates: 

Regarding drugs, we are now sending an absolute message 
of "no" to our children. On sex, weV stiU stuck in the '60s, 
trying to make the best of unacceptab. conduct. But if these 
two patterns of behavior are ultimately related, if, mdeed. 
they are two parallel expressions of the same ethical vacuum 
among many teens, we cannot address them m conflictmg 
ways. We cannot hope to mi half a vacuum. Either we give 
young people a coherent, integrated approach to the 
temptations of modem life; or else they will apply the least 
common ethical denominator to all the moral questions that 
confront them."*^ 

The argument that "everybody is doing it" is not the position 
we as a culture hold when the issue is drugs, alcohol, or violence. 
The campaigns to reduce substance abuse or violence send dear 
and direct messages. So when experts urge that we should not 
muddle the message about sexual activity we should heed the caU: 

We need to impress upon our children that they should 
simply say no to early sexual activity the same way that we 
want them to say no to drugs and alcohol. 

FARLYSEXU iM S^-T^^- MHI TIPI.E PARTNERS 

Early sexual activity with its risk of multiple lifetime partners 
has been described as the most important health risk factor for 



^OiT. Donald P., Bdtcr. Maty, and Ingcndl, Gary, -Premature S«ual Activity 
u an Indit 'tor of P^yclK^odal Riak," Podiatrja, Fcbnisiy 1991, p. 145. 
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Bauer, p. 26. 

-"Wealhcfley, Richanl A., "What to do Abwit Teen PfegMiKyr. Review E*»ay», 
Inumal of Health P"iiii«. Policv and Law. Sprins 1990, p. 217. 
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young women in America/^ As the following figures clearly 
demonstrate, the number of teens who are sexually experienced 
has increased significantly between 1970 and 1988. 
(See figures 3a and 3b) 



Elkim, ThooM« B., M.D., McNeetey, S.G., Tabb, TbooM., "A N«w Em in 
S"*""^?!?""*"^ ^ Adotaonu," Joumil of Adotoi ccBi Health 
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(fiqure 3a) 



SEXUAL EXPERIENCE OF 
TEENAGERS 

'The initiation of sexual intercoune 
eariy in life a associated with an 
increased number of sex partners and 
a greater risic for sexually transmitted 
diseases (STDs)."* The proportion 
of black teens reporting having had 
premarital sexual intercouj^se 
increased about one-fourth between 
1970 and 1980, but during the 1980s 
their proportiOD appears to have 
stabilized. On the other hand the 
proportion of white teens having 
premarital intercourse almost doubled 
between 1970 and 1988 despite only 
modest growth in th 1980-85 period. 



Among all unmarried teens both the 
proportion and the number of 
sexually experienced teens more than 
doubled during the period from 1970 
to 1988. The large increase in the 
proportion of sexually experienced 
unmarried teens more than offset the 
slow decline in the iv/*** number of 
unmarried teens that b^an after 
1978. The same result occurred with 
the rise in the proportion of sexually 
active teens; a large marjority of 
those teens who who reported that 
they were sexually experienced also 
reponed that they had been scxuallv 
active within the last 3 months prior 
to time at which the survey was 
conducted. 



UNMARRIED 15 TO 19 YEAR OLD WOMENj 




(fioiire 3b) 



* Center* for Dii««Ae Control, •preminiii Sexual Expenence Amonj Adoleecent Women — Umie<l Statei. 1970- 
19S8,' Morbidity «aJ Mortality Wetkly lUpon. Janua-y 4, 1991 , Vol. 39, Not. 51 A 52, p. 929. 
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In an article, published in the British Journal of Cancer 
(1980), the relationship between the number of lifetime partners 
and cancer is made e3q)licit: 

When a person has three or more sexual partners in a 
lifetime, th^ have 14-16 times the rate of developing cancer 
as does someone with only one sexual partner in a lifetime/^ 

EARLY SEXUAL ACTmTY AND THE RISK OF CANCER IN 
GIRLS 

Data recently published in Pediatrics suggest that more 
American teenagers are sexuaUy experienced at earlier ages than 
only a decade ago."^ 

The British Journal of Obstetrics and Gynecology notes that 
early sexual activity can lead to lifelong, serious, adverse health 
consequences such as cancer: 

The risk of developing carcinoma of the cervix was doubled 
in women who began sexual activity before the age of 17 and 
a large survey found thai 1.9% of the girls aged between 15 
and 19 years had abnormal cervical cytology. Discouraging 
sexual activity before the age of consent seems to have a 
medical as well as a moral basis/^ 

This concern about cervical cancer is confirmed by Dn 
Thomas Elkins at the University of Michigan: 

One of the most disturbing findings now becoming obvious 
as a result of the sexual revolution is the incidence of cervical 



Harris, R.W.C, ct al, "Charactcrulics of Women wiih Dysplasia or Carcinoma 
in Situ of the Ccivic Uteri," Britiiih Journal of Cancer. 1960; 42:359-369 as cited by 
Thomas E. Ellcins, M.D„ "On the Need for Mote Careful Consideration By 
Gynecologists of Sex Education Programs in PuWic Schools" A prwenUtion at the 
Senate Republican Caucus on Sex Education, Laming, Michigan, August 1989, p. 7. 

^^Onr, Donald P., ct a!., p. 141. 
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dysplasia and cervical cancer in our society.^ 

EARLY SEXUAL ACTIVnY; AND THE RISK OF 
COMPLICATIONS IN PREGNANCY 

The New England Journal of Medicine (1986) reports a study 
that notes the relationship between chlamydia and complications 
in pregnancy: 

In the past 2-3 years there has even been a noted relationship 
between the presence of chlamydia, another sexually 
transmitted disease of the 70's and 80's, of the cervix and (he 
onset of premature labor, premature ruptured membranes, 
premature delivery and an increased cost of neo-natal 
intensive care unh availability for these prematurely delivered 
infants.'^^ 

These findings are consistent with other empirical research: 

The age at which women in the United States began coitus 
declined through the 1970s, while the rates of gonorrhea and 
syphilis were inaeasing, especially in adolescents. The 
consequences of STDs are especially unfortunate for young 
nulliparous women when they are rendered infertile by salpingitis 
or ectopic pregnancy."^ 

At least one-quarter of women with acute PID experience one 
or more serious long-term sequelae. The most common a .d 
most important are involuntary infertility and ectopic 



Elkiiu, Thomas E., M.D., "On ihc Need for More Careful Consideration By 
Gynccologiit5 of Sec Education Programs in Public Schools," A presentation at the 
Senate Republican Caucus on Sex Education, Lansing, Michigan, August, 1989 p. 6. 

^^Schachtcr. J., Sweet. R.L, Grossman, M., ct al, "^pericncc V/i:h the Routine 
Use of Erythromycin for Chlamydial Infections in Pregnancy, " New England Journal 
of Medicine, 1986; 314:276-279 as cited by Thomas E. Elkins, M.D., "On the Need for 
More Careful Consideration By Gynecologist' of Sex Education Programs in Public 
SchooU," A presentation at the Senate Republican Caucus on Sex Education, Lansing, 
Michigan, August, 1989, p. 8. 

^Bcll, Tlwmas A, and Holm«t, King KL, '^Agc-spccific Risks of Syphilis, 
Gonorrhea, and Hospitalized Pelvic Inflammatory Disease in Sexually Experienced U.S. 
Women. " Sexually Tnnimittcd Diiwei, Octobcr-Dcocmbcr 1984, p. 291. 
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pregnancy. 

EARLY SEXUAL ACTIVITY: AND THE RISK OF SEXUALLY 
TRANSMITTED DISEASES 

STDs which primarily threaten the health of adolescents and 
young adults have increased to over 12 million cases. 
(See figures 4a-4c) 



49 

Wwhington, A. Eugene, Sweet, Richard L, and Shafcr, Mary-Ann B., "Pelvic 
Inflammatory Disease and lu Sequcluc in AdolesccnU," Journal of Adolescent Health 
Care. July 1985, p. 307. 
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SEXUALLY TRANSMITTED DISEASES 

STDs which priaiarily threaten the health of 
adolescents and young adults have increased to 
over 12 million coses: 

• 1.4 million cases of gonorrhea 

• 130,000 cases of syphilis 

• 4 mUlion cases of chlamydia 

• 500,000 cases of human papillomavinis 

• 200,000-500,000 cases of genital herpes 

• 3 million cases of trichomoniasis 

• 270,000-300,000 cases of hepatitis B * 



(figure 4a) 
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(figure 4b) 




. (figure 4c) 

* CeoUr.' for Diie**e Control. 1990 Diviom of SW/HIV PrevtiU AmuoI Report, p. 5. 
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Sexually active teenage girls appear to be especially 
vulnerable to the risk of pelvic inflammatory disease (PHD). It 
has been noted that the rates of PID are higher among sexually 
active teens: 

Westrom and Mardh found that the risk of PID (pelvic 
inflammatory disease) declined with age and that the risk of 
PID in sexually active 15-year-olds was ten limes that in 
sexually active 25-year-olds. ^ 

The effect of PID threatens a teenage girl's future ability to 
bear children: 

Adolescents are at greater risk for developing PID than any 
other age group of women. An episode of PID can have a 
major effect on the sexual and reproductive health of a young 
woman by subjecting her to chronic pelvic disorders and 
threatening her future fertility capability/^ 

The behavior of too many teenagers is clearly self- 
destructive. According to the American Medical Association: 

Two and a half million adolescents have a sexually 
transmitted disease. More than 600 adolescents have AIDS 
and thousands are infected with HIV. Each year 1 nillion 
adolescents gel pregnant (an average of 3,000 a day). Of these 
477,000 give birth, more than 400,000 have abortions, and 
approximately 137,000 have miscarriages/^ 

Given the evidence, we simply cannot compromise with this 
behavior of teenagers that is so clearly self-destructive. The 
medical evidence is overwhelming that discouraging early sexual 
activity i.e., encouraging abstinence, has a scientific basis as well 



Bell, p. 291. 

Washington, A. Eugene, c( al., p. 308. 



•^"^Gahns, Janci E., Ph.D., McManiu, Margaret A., M.H.S., and Ncwachcck, Paul 
W., P.H., "Adolescent Health Care: Uic, Co«t, and Problcnu of Acccsa," Profilet of 
Aflolciocnt Hcahh Scrica. Vol. 2. American Mcdkal AModation, 1991, p. 19. 
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as a moral basis: 

It looks as if early sexual activity is going to join smoidng, 
drinking alcohol, the taking of drugs and eating too much 
animal Cat, in the list of things that can damage health.^^ 

THE EFFECTIVENESS OF SEX EDUCATION COURSES 

In a study published in Famik Planning Perspectives, it was 
noted that "the existing data do not yet constitute consistent, 
compelling evidence that sex education programs are effective in 
increasing teenage contraceptive use and reducing adolescent 
pregnancy. ^ 

The research overall demonstrates that while most sex 
education courses increase knowledge, the impact on behavior is 
insignificant. In a 1984 evaluation of 14 promising sex education 
programs, many of which provided STD information, Douglas 
Kirby, Ph.D. concluded that most of the programs had little 
impact on the number of times adolescents reported sexual 
activity or on teens use of birth controL^^ 

James Stout, M,D. and Frederick Rivara, MD., M.P.H. on 
the basis of a review of fi\'e studies, evaluated the effect of junior 
and senior high school-based sex education programs, and 
confirmed Kirby^s findings that "there is little or no effect from 
school-based sex etiucation on sexual activity, contraception, or 
teenage pregnancy."^ 

furthermore, they note, based on their research, that: 



^"^BantHi. p. m 

^^Dawson, E>cborah Anne, "The EETccu of Scjt Education on Adoksccnt 
Behavior" Family PUnning Perspectives^ July/Augmt 1986, p. 163. 

^•^Kirby, Dougla*, Ph.D., 'Soniality Education: A More Rcaliitk View of iU 
Effcctt,'' Journal of School Health. December 1985. p. 421. 

^^Stout, Jama W., M.D. and Rivara, Frederick P., M.D., M.P.H., "SchooU and 
Sex Education: Do« It Work?," /ediatrici. M*rch 19«9, p. 375. 
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The ©cpecitations of altered adolescent sexual activity, 
contraceptive t)ehavior, and pregnancy are unlikely to be 
fuSiilled by these programs, and we suggest that the effort to 
Gght for sex education on these terms is not justified unless 
an effect is shown in farther studies/"^ 

Qearly, if sex education were to result in responsible sexual 
behavior and reduce the tragic health consequences including 
coiitracting the AIDS vinw, then little controversy would exist. 
But this is simply not the case. There is no evidence that teens 
who obtain information will change their behavior in any way. 

Even when the information concerns the AIDS virus, 
education has not proved sufficient to change behavior. 
*TnV/AIDS instruction is not associated with less risky sexual 
behavior," wTites Anderson et al in Family Planning 
Perspectives .^ 

Very little is actually known about the education programs 
that focus on AIDS and STD prevention because they have not 
been systematically evaluated.^ However, what is known is that 
very few of these programs target families and yet we know that 
family iovoivcment is a key variable in promoting teenage 
behavior change. 

Too often parents are not part of the process. The National 
Commission on ChiUren recommends that: 



parents be more vigilant and a^essive guardians of their 
children's moral development^ monitoring the values to which 
their children are exposed, dtscmsing oonOicting messages 
with their chil reot and if neoeistfy limitinf or precluding 
their cluSdren*s exposure to imiiges parents consider 
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*~AAdcnoii, Johji E., Kann, Uura, Hohimaa, Deborah, AnUy, SuMn, ThuBiA, 
Ben, and Kolbe, Lloyd, "HIV/AIDS KAowMie and Soaial Bduvior Amonf Hi;^ 
Sdiool StttdenU," F*BHy Pflll' l^ Pcnpec^Kcg. Ncivanber/Deoeuber 1990, p. 254. 
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ofifensive.^ 

Experts argue that too often the wrong message is delivered 
in sex education classes. Data are provided and guidance is 
ignored: 

As currently practiced in this country, sex education 
curriculums convey the wrong message and are targeted to the 
wrong audience. In emphasizing the provision of data to 
youth, we ignore the fact that parental guidance and direction 
are more often helpful than data and options.^^ 

RECOGNIZING THE PROBLEM AND MISSING THE 
SOLUTION! CONDOM DISTRIBUTION PROGRAMS 

The centerpiece of a "^comprehensive" school-based health 
clinic is contraceptive hand-outs, most notably the condom. 
Research has shown this to be ineffective. 

The Office of Technology Assessment (OTA) found 
adolescents' kno%vledge regarding effectiveness of condoms in 
preventing the transmission of AIDS to be substantial . 
Nevertheless, it did not affect their behavior. Even when 
condoms are free and accessible, there is no apparent impact in 
terms of behavior change i.e,, use: 

Despite their high level of knowledge about the efficacy of 
condoms in preventing the spread of HIV, adolescents 
continue to be inconsistent rondom users: 

One recent study of 16- to 17-year-old males found that the 
offer of free condoms had no apparent impaa in terms of 
changing the adole$cent5 attitudes related to sexual behavior 
or the dse of condoms.^^ 

Susan Kegeles, Ph,D., et al,, writing in the American Journal 



^Beyond Rhetoric p. 361. 
*^^MacdoiwW, p, 377. 

^ ^Adokaccnt Hcalth^Vdumc M p. 2fi9-290. 
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of Public Health, imderscores this point: 

Although perceptiom that condoms prevent sexually 
transmitted diseases and the value and importance placed on 
avoiding STDs remained high, these were neither reflected in 
increased inteatioos to use condoms nor in increased use.^ 

There are many who question the advocacy of condom use 
for two reasons: 1) condoms do not change the behavior which 
puts teens at risk; and 2) condom use permits the same 
inappropriate behavior at a dififerent rate of risk. Thus, the goal 
of condom advocacy is risk reduction*^ Because of the life- 
threatening nature of the HIV virus, the risk of transmitting this 
virus must be eliminated. It has been shown that condom use 
does not eliminate the risk: 

Furthermore, it has recently been shown that condoms failed 
to prevent HIV transmission in 3 of 18 couples, suggesting 
ihat the rate of condom failure with HIV may be as high as 
17 percent.^ 

Too often the statistics cited on condom effectiveness assume 
ideal conditions and mature partners in the calculations. The 
failure rate of condoms when used by teenagers is higher than in 
the general population: 

Though condoms have an overall 10 percent failure rate when 
used for contraception, it is almost twice as high for young 



Kegelcs, Susan M., Ph.D.. Adicr, Narwy E.. Ph.D., and Invin, Charics E, Jr., 
M.D., "Sexually Active Addcscenu and Condoms: Changes Over One Year in 
Knowledge, Attitudes, and Use, American Journal of Public Health. April 1988, p. 460. 
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Smith. Richard W,, Th<^ Condom: Is It Really Safe Sex?. October 1990, p. 23. 
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people.^ 

The point is," states Dn Theresa Crenshaw, immediate past 
president of the American Association of Sex Educators, 
Counselors and Therapists, and member of the Presidential AIDS 
Commission, "putting a mere balloon between a healthy body and 
a deadly disease is not safe".^^ Dr. Crenshaw also warns: 

If the wrong information is given, the effort ^vill fail. It will 
cause death rather than prevent it...Saying ihat use of 
condoms is 'safe sex* is in fact playing Russian roulette. A lot 
of people will die in this dangerous game.^ 

The argument questioning the excessive reliance on condoms 
to modify the inappropriate sexual activity of teens was summed 
up best by Dr. Malcom Potts, one of the inventors of condoms 
lubricated with spermicides and president of Family Health 
international: 

Telling a person who engages in high-risk behavior to use a 
condom "is like telling someone who is driving drunk to use 
a seat belt."^ 

Testimony before the Select Committee on Children, Youth, 
and Families by Bradley Hayton, Ph.D., lends support to the 
position that the promotion of condoms accommodates a risky 
way of life: 



^Grady, William, Hayward, Mark and Yagi, Junichi, "Conlraceptive Failure in 
the United Stales: Estimates frono the 1982 National survey of Family Growlh,*' 
Population Reports^ September-October, 1986 pp. 121-122. 

^'^Crcnshaw, Theresa, Testimony at Hearing "AIDS and Teenagers: Emerging 
Issues," Select Committee on Children, Youth, and Families, U.S. House of 
ReprcscnUtivc*, Washington, D.C. June 18, 1987, p. 198. 

^Crenshaw, Theresa, "Condom Advertising," Testimony before the House 
Subcommittee on Health and the Environment as cited by Bradley P. Hayton, Ph.D., 
at Hearing "The Risky Business of Adolescence: How to Help Teens Slay Safe" Select 
Committee on Children, Youth, and Families, U.S. House of Representatives, 
Washingtqn, D.C, June 18, 1991, p. 116. 

^•^ill 'Safe Sex' Education Effectively Combat Aids?," An informal paper by 
the Dcpaitment of Educatio?! Suff, Januaiy 22, 1987, p. 16. 
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In sum, sex education programs that promote the use of 
condoms increase teenage pregnancy rates, abortion rates, 
rates of premarital sex, sexually transmitted diseases, and 
lowers grades and academic aspirations/^ 

Several studies raise serious questions about the effectiveness 
of condoms in preventing the transmission of the HIV virus. In 
fact, it has been observed that "condom education that increases 
teen promiscuity, coupled with the high failure rate of condoms, 
makes teens more likely to contract the deadly HTV virus."''^ 

In one study, the condom rupture rate was 5%, leading the 
researchers to conclude that "truly safe sex with an HIV-pos?tive 
partner using condoms is a dangerous illusion."''^ 

The spread of the HIV virus in couples who exclusively used 
condoms documented by Fischl and her colleagues found "a 17% 
seroconversion rate over a 12-18 month period/''^ 

Testimony before the Select Committee on Children, Youth, 
and Families referring to the work of Dr. Thomas Elkins, chief 
of gynecology at the University of Michigan, noted that "5 to 
30% of nonlatex condoms leaked water molecules, which are 
larger than herpes, HIV or wart viruses."''^ 



Hayton, Bradley P., Ph.D. The Failures of Condom-Based Sex Education," 
Testimony at Hearing The Risky Business of Adolescence: How to Help Teens Slay 
Safe," Select Committee on Children, Youth, and Families, U. S. House of 
Representatives, Washington, D.C., June 18, 1991, p. 110. 

"^^bid. p. 115. 

72ibid. 
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A study on the effectiveness of using condoms to halt the 
spread of the HTV virus was discontinued l>ecause participants 
were placed at too great a risk of contracting the virus"/^ 

Condom distribution programs promote the misguided belief 
that no adverse health consequences will occur if condoms are 
used. It is on this point that condom distribution programs fail. 
Programs such as this fail to build on the strengths of young 
people and fail to respond to what is motivating these teens to 
engage in such risky behavior. 

Our goal, as a society, must be to promote healthy behavior 
•^mong our young people. To argue against condom distribution 
programs is not simply moral preaching, but an attempt to lessen 
the number of young people who will become infected and die as 
a result of the HIV virus. According to Thomas Elkins, M.D. 
"safe sex for the adolescent is called abstinence in today's 
world."^^ 

SCHOOL - BASED HEALTH CLINICS: 

PART OF THE PROBLEM OR THE SOLUTION? 

In testimony before the Select Committee on Children, 
Youth and Families, John Lyons, Ph.D., Associate Professor at 
Northwestern University Medical School, presented his findings 
based on a systematic analysis of the existing scientific literature 
on school-based health clinics from 1976 to 1990. His findings are 
consistent with the findings of Stout and Rivera (1989). Dr. 
Lyons summarized the results on sexual activity by saying. There 
is little evidence that clinics reduce or delay sexual activity."'^ On 
birth rates he declared: 

There is little consistent evidence that school-based health 



^■^Hayton. p. 115. 

^^Elkins, "Sex Education Prograim in Public SchooU," p. 10. 

^Lyori, John F., Ph.D., Testimoi. at Hearing The Ri»ky Business of 
-^dol€•ccncc: How to Help Teens Suy Safe," Select Commiltee on Children, Youth, 
aiKl Familic*, U.S. House of Representatives, Washington, D.C, June 18, 1991, p. 90. 
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clinics do reduce birth rates. The mechanism for this ejffect, 
however, does mx appear to be due to a reduction in 
pregnancy. Rauer birth rates appeared to be reduced 
primarily through the use of abortion. 

Policy statements by both the American Academy of 
Pediatrics (AAP) and the American Medical Association have 
been very skeptical about the efficacy of school-based health 
clinics. In 1987, The American Academy of Pediatrics published 
a cautious statement regarding school-based clinics. The AAP 
askeJ for more research to b^ undertaken. Only eight oi: the 
subsequent studies in peer re, :cw journals used required pre- and 
post- statistics in thesi studies. None of these studies proved that 
the clinics meet their goals.'^ The American Medical Association 
through its Council on Scientific Affairs, has stated, "Data are not 
sufficient to support the universal establishment of school-based 
health programs.**^ 



ABSTINENCE PROGRAMS THAT WORK 



The problems facing teenagers today are rooted in behavior. 
The physical illnesses, infections, or diseases are a result of 
behavior. Therefore, what we have here is a behavior problem, 
not a health problem.*' 

Behavior is strongly influenced by culture. Therefore, one 
important way to help change behavior is to change the present 
culture of sex education. This culture virtually ignores abstinence 
messages of self-restraint, self-control, individual responsibility, 
and perseverance. 

Values and culture are not irrelevant issues in this fight 
against the HIV virus and teenage sexual activity. "Cultural 



ibid. p. 91. 

^Meloy, The Ritky Butincss of Adoicsccnce," p. 45. 
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problems demand cultural solutions."^^ Abstinence-based 
programs are one solution. 

Marion Howard, Ph.D. and Judith McCabe, Ph.D., assert, in 
a recent study in Family Planning Perspectives, that students who 
attended abstinence-based programs were signiflcantly more likely 
to postpone sexual intercourse than similar students in other 
schools who did not have the program. ''By the end of the eighth 
grade, students who had not had the program were as much as 
five times more likely to have begun having sex than were those 
who had had the program: 20 vs. 4 percent This program had 
an even more dramatic effect on girls who had not yet become 
sexually active. ""By the end of eighth grade, girls who had not 
had the progriuii were as much as 15 times more likely to have 
begun having sex as were girls who had had the program.***^ 

The AANCHOR project confirms the findings that 
abstinence-programs are showing great success rates in terms of 
curbing teen sexual activity. This program was tested for five 
years in 13 school districts in Utah, California, New Mexico, and 
Arizona and found correlations with "higher family strengths 
(loyalty, emotional support, cohesion), more frequent discussions 
with parents about sexual values and beliefs, and more abstinent 
attitudes regarding premarital sexual involvement."^ 

"Sex-Respect" is an abstinence-based program adopted in 
over 1,000 school districts across the United States. In a study 
with 1,841 participants high correlations were found with more 
abstinent attitudes, a greater sense of sexual restraint by 



^•^Howard, "Helping Tccnagere," pp. 2S-24. 

^''"Thc Adoicacent Family life Denwnstration Projects; Olson and Wallace, "A 
Sampler of AANCHOR", Office ot Population Affairt, as cited by Bradley P. Hayton, 
Ph.D. at Hearing "Tlic RUky Butinew of Adolescence: How to Help Teens Stay Safe" 
Select Committee on Children, Youth, and Families. U.S. House of ReprcscnUtwcs, 
Washington, D.C.. June 18. 1991, p. 118. 
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teenagers and a greater awareness of the benefits of abstinence. 

The '*Me, My World, Future Program/ another abstinence- 
based program, used by over 2,500 s<:hools, was tested at four 
junior high schools during two months in 1988, and found 
correlations with: 

student awareness of the benefits of abstinence, more 
likelihood of abstinence before marriage, increased awareness 
of the negative consequences of teenage sexual behavior and 
a greater belief that premarital sexual activity was against 
their values.^^ 

What these studies confirm is that the battle is not lost. Just 
as abstinence from drug use is a realistic goal, abstinence from 
sexual activity is a realistic goal for teenagers and should be 
pursued with rigor, not abandoned. 

HIV/AIDS FEDERAL FUNDING EFFORTS 

As Dr. Louis Sullivan, secretary of the Department of Health 
and Human Sendees, has said, we know that even though 
research and funding play an extremely important role in 
combatting the AIDS/HIV disease, research and funding alone 
will not contain this deadly disease.*'^ 

As federal and other funds continue to escalate in an effort 
to treat and prevent this devastating condition, we know that the 



Richard, Dinah, Has Sex Education Failed Our Teena2ers? « 1990 as cited by 
Bradley P. Hayton, Ph.D. at Hearing "The Risky Business of Adolescence: How to 
Help Teens Stay Safe** Select Committee on Children, Youth, and Families, U.S. House 
of Representatives, Washington, D.C., June lo, 1991, p. 118. 

Weed, Stan E., Olscn, Joseph A., and Tanas, Raja The Teen-Aid Family Life 
Education Project, an Evaluation Report prepared for the Office of Adolescent 
Pregnancy Programs as cited by Bradley P. Hayton, Ph.D. at Hearing The Risky 
Business of Adolescence: How to Help Teens Slay Safe" Select Committee on 
Children, Youth, and Families, U.S. House of Representatives, Washington, D.C, June 
18, 1991, p. 9. 
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government needs the rfsponse and attention of each and every 
American in controlling ind eventually eliminating the AIDS 
disease. And, as Dr, Louis Sullivan is often quoted as saying, as 
individuals we must continue "building a culture of character, a 
climate of personal responsibUity" that will go a long way in 
distinguishing this disease and securing a brighter and healthier 
future for our nation's youth. 

We know that AIDS is a disease that causes immense human 
suffering and one that deserves our compassionate attention and 
federal resources. No one deserves to be HIV-positive or to 
experience the despair that accompanies this disease. And, we 
know from the Centers for Disease Control that the numbers of 
AIDS cases in young adults have increased significantly in recent 
years. Suffering and/or eventual death for these young people 
and for the rest of those who have or will contract AIDS dictates 
that our priorities must be focused on containmg and eliminating 
this disease. 

OVERALL HIV/AIDS FUNDING EFFORTS 

AlDS/HIV-related spending has increased significantly since 
the virus was first discovered in 1981, and in particular research 
spending on pediatric AIDS has increased dramatically since 1989. 
The focus on pediatric AIDS, enhanced by legislative directive, is 
proving to be beneficial to all who are infected by the disease. 
Because HIV progression is most often more rapid in infants and 
therapeutic results of promise can be seen quickly, people of all 
ages benefit from pediatric-focused studies.^ 

The Public Health Servicers 1993 budget includes $219 
million for pediatric AIDS. Of this amount, $140 million is 
included in the NIH budget. In addition, many of the institutes, 
centers, and divisions of NIH-sponsored programs provide for 
pediatric AIDS-related research resources including training, 
infrastructure, and information.^ 



"Status Report on Pediatric AIDS Activities," Department of Health and 
Human Services, Public Health Service, January 31, 1992, p. 8. 

'^ibid. 
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Total federal spending for AIDS has grown from $8 million 
in 1982 to $208 million in 1985 to an estimated $4,345 billion in 
1992, with $4,916 billion requested in the FY 1993 budget.^ 
Congress first appropriated money as a line item for AIDS 
research in 1983. Increases in succeeding years have ranged from 
a 115% increase in 1986 to an 18.6% increase in 1991.^^ 

In FY 1992, AIDS-related federal spending wiiJ increase at 
least 170% over 1988 spending levels.^^ Accountii conventions 
are not consistent across disease categorizes but more money is 
spent on the research and prevention of AIDS than on virtually 
any other disease. The Bush Administration has consistently 
requested substantial increases in funding each fiscal year for 
AIDS-related activities and research. 

The Public Health Service alone will spend close to $2 
billion for AIDS research, drug development, and prevention 
activities. In addition, as a result of free media time worth more 
than an estimated $85 million, the average American was exposed 
to public service announcements about AIDS/HIV 56 times 
between 1987 and 1990.^^ 

Research and Prevention Spending 

In a span of less than 10 years, government scientists have 
isolated the HIV virus, learned how it attacks the immune system, 
devised tests to detect infection, and developed a number of 



Johnson, Judith A, Federal Funding for AIDS Rcscareh and Prevention. 
CongressionaJ Research Service, The Library of Congress. Washington, D.C., updated 
January 23, 1992. 
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Johnson, Federal Funding for AJE>S Research and Prevention, updated 
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treatments to slow its progress. However, with no cure yet 
available and so much left tc learn about this ravaging disease, 
the bulk of Public Health Service AIDS-related funding continues 
to be directed toward ADDS-related research. 

The federal govenunent spent $1.88 billion on AIDS-related 
research and prevention in 1991, $1.7 billion on cancer research 
and prevention in 1991, and $.653 billion on heart disease, (see 
Table 2) 

Overall research and prevention strategies and efforts are 
crucial in the fight against AIDS. Some of the federal 
government'^ efforts in this area include: sponsorship of a 
number of major public awareness programs and education efforts 
including the "America Responds to AIDS" campaign and school- 
based programs to educate our youth about AIDS; developing 
and mandating new safeguards to ensure the safety of the 
nation's blood supply; providing guidelines affecting health care 
and public safety personnel and procedures, and awarding 
emergency grants to fund early detection and sexual partner 
notification programs in areas hard-hit by the epidemic.^"^ 

As table 1 in this report shows, federal funding for AIDS 
research and prevention has increased from $200,000*in FY 1981 
to nearly $2 billion in FY 1992. (See Table 1).^^ 

Medical Treatment Spending 

In addition to contributing federal dollars to research into 
and prevention of AIDS, the federal government also contributes 
to the treatment of AIDS. The largest increase in AIDS-related 
spending in FY 1991 has been in treatment. In FY 1990, $1,120 
billion was spent, $1,607 billion was spent in FY 1991, and FY 



^"^"HIV Infection and AIDS - Jusl ihe Facts," pp. 3-*. 

^■^Johnson, Fedct^l Funding for AIDS Research and Prevention , updated 
January 23, 199Z 
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1992 expenditures are projected at $1,990 billion.^ 

The Department of Health and Human Services (HHS) is 
the primary agency through which federal dollars are spent on 
the medical treatment of AIDS. HHS distributes treatment 
dollars under The CARE Act of 1990 (the Ryan White 
Comprehensive AIDS Resources Emergency Act), Medicaid, 
Medicare, and Social Security. In addition to medical treatment, 
HHS also spends money on income support for persons with 
AIDS through Social Security. 

Medicaid, the federal-state program to provide health care to 
the poor, will cover about 40% of all hospital patients with 
AIDS, amounting to more than $1 billion (federal share) in FY 
1992. Social Security will spend approximately $439 million (both 
OASDI and SSI) to help support persons with AIDS. Medicare 
will spend about $280 million to cover the medical bills of those 
disabled by AIDS.^^ 

The CARE Act of 1990 will provide $280 million in FY 1992 
for emergency assistance and comprehensive care in localities hit 
hardest by the disease. This assistance includes relief grants 
awarded to states to assist with the delivery of health care 
sendees to people with AIDS and to their families. The grants 
are also used to establish early intervention programs.^^ 

In addition to AIDS-related funding funneled through the 
Department of Health and Human Services, the departments of 
Veterans Affairs, Defense, Justice, State, Labor, and Education, 
and the Agency for International Development spend substantial 
amounts on the medical treatment of AIDS.^ 



U.S. Department of Health and Human Services, Public Health Service Budget 
Office, OfTicc of Management, 1992. 

^'^"WrV Infection and AIDS: Just the Facts," p. 4. 

^^ibid. p. 5. 
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U.S. Department of Health and Human Services, Public Health Service Budget 
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Miscellaneous Spending 

The federal government, in addition to research and medical 
treatment spending, also funds other AIDS/HIV related activities. 
Foremost among these appropriations are the monies spent by 
the Office of Civil Rights (OCR) on discrimination against HIV 
carriers. OCR is a division of KHS which investigates claims of 
AIDS-related discrimination in HHS-conducted programs and 
activities. 

m 

In addition to the Office of Civil Rights, the depai**ments of 
State, Labor, and Education spend money on AIDS-related 
activities.^^ 

The following chart gives an overview of total AIDS 
spending from fiscal years 1988 through 1993. 
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Table 1 

Government-wide Spending on AIDS 

(OI>Ut«UoiM In $ milllom) 





FY 1988 


FY 1989 


FY 1990 


FY 1991 


FY 1992 


FY 1993 

R0(]UC3t 


PHS 


962 


1»301 


1,590 


1,888 


1,967 


2,068 


Mcdicakl 
(red. 


330 


490 


670 


870 


1,080 


i;290 


Medicare 


30 


55 


110 


180 


280 


385 


Social- 
Sccuriiy- 

Ul 




125 


185 


240 


310 


385 




to 


£o 


39 


65 


100 


125 


Rights 


n 
u 


'I 




3 


3 


3 


Vclcraiw 

Affntrt 


84 


142 


208 


217 


375 


443 


Defense 


53 


86 


125 


127 


97 


94 


AID 


30 


40 


41 


50 


56 


71 


Justice/ 
Prisons 


1 


2 


4 


6 


7 


9 


State 


1 


2 


2 


1 


1 


1 


Labor 


1 


1 


1 


1 


2 


2 


HUD 


0 


0 


0 


0 


67 


40 


Education 


1 


0 


0 


0 


0 


0 


Total 


U91 


2,275 


2,975 


3,648 


4345 


4,916 



Source: PHS Budget Office, March 6, 1992 
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Federal Spending on Diseases 

One death from AIDS or any other disease is one too many 
and we must keep the suffering that goes along with this and 
other diseases in mind as overall budget priorities are discussed 
from year to year. The nature of AIDS (communicable, affecting 
young people) has given rise to substantial increases in the share 
of federal funds committed to AIDS-related efforts as compared 
to funding levels for other diseases such as cancer, heart disease, 
diabetes, and /Alzheimer's, (see Table 2) 

Current spending efforts demonstrate the commitment of the 
federal govenmient in combatting AIDS. The Public Health 
Service, one of the main arteries receiving AIDS-related 
appropriations, spent approximately as much on research and 
prevention of AIDS as it did on cancer in 1991 and 1992. The 
federal Centers for Disease Control (CDC) has estimated that 
215,000 of the more than 1 million Americans infected with HIV 
virus will die during the next three years. During the same 
period 2.6 million Americans will be killed by cardiovascular 
diseases and another 15 million will die of cancer. 

Decisions about spending for research, prevention, and 
education for a disease are based on a number of considerations, 
including the number of deaths in any given year. The prospects 
for a cure, the likelihood that education will change behavior, the 
possibility of delaying the onset of the disease or making the 
disease more bearable are all prospects worth considering when 
determining funding levels. Because AIDS is a progressive and 
communicable disease (unlike heart diseases and cancer) among 
a relatively young population, considerable funding levels have 
consistently been requested through the Administration and 
appropriated through the Congress. 

The following charts and tables give an overview of the level 
of federal research and prevention spending for several of the 
nation's leading killing diseases. The charts and tables also give 
an overview of mortality data on deaths for major killers. 

The table below shows Federal spending on research and 
prevention of AIDS, cancer, heart disease, diabetes, and 
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Alzheimer's disease for fiscal years 1987-1991, as weU as the 
estimates for 1992, and the President's request for FY 1993.^''^ 



Table 2 



Federal Research and Prevention Funding 
(in millions) 



FY87 
Actual 


FY88 
Actual 


FY89 
Actual 


FY90 
Actual 


FY91 
Actual 


FY92 
Est. 


FY93 
Request 


AIDS $ 


503 


$962 


$1301 


$1590 


$1888 


$1967 


$2069 


Cancer 


1403 


1468 


1570 


1644 


1714 


1967 


2010 


Heart 
Disease 


583 


605 


640 


646 


653 


686 


728 


Diabetes 


241 


254 


273 


266 


280 


298 


312 


Alz- 
heimer's 


77 


86 


131 


148 


231 


283 


294 



The following table gives estimates, where available, of the 
incidence (number of new cases per year), prevalence (number of 
people affected), and annual deaths associated with each of the 
diseases. As can be seen in the source notes, these data are not 
collected in a uniform way; estimates obtained from other sources 
could vary significantly.^^^ 



Johnson, Judith, A.» AIDS and Other Diseases: Federal Spending and 
Morfaiditv and Mortality Sutistic«. Congrcstional Research Service, Washington, D.C., 
March, 4, 1992. 
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Table 3 





Incidence 


Prevalence 


Deaths 


AIDS cases 
HIV Infection 


52,000-57.000 


101,000-122,000 


37,000-42.000 


Cancer 


1.1 miUion 


5 million 


520.000 


Heart Disease 


not available 


20 million 


730,000 


Diabetes 


500.000 


11 million 


300,000 



Alzheimer's not available 4 million not available 



CONCLUSION: THE SEARCH FOR COMMON GROUND 

Perhaps the best way to conclude this Republican dissent is 
to underscore the importance of this issue for our country. 
Teens and AIDS is a very important and critical problem, one 
that deserves national attention and not partisan bickering. In 
the words of William Roper, M.D., director of the Centers for 
Disease Control: 

We need to search for common ground. Surely we can agree 
that premature initiation of sexual activity is unhealthy and 
unwise. Let us seek out those areas on which we can agree 
and deliver a clear and consistent message, rather than 
continuing only to quarrel over those issues on which we 
disagrce.^^*^ 

One area where agreement should be reached is in the 
national health objectives for the year 2000. These objectives 
include efforts to reduce the proportion of adolescents who have 



^^-^Roper. p. 7. 
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engaged in sexual intercourse to less than 15% by age 15, and 
less than 40% by age 17. 

To achieve these objectives, a comprehensive approach which 
would include different sectons of our society is needed: 

These changes in behavior will require interventions that 
integrate the efforts of parents, families, schools, religious 
organizations, health departments, community agencies, and 
the media. Education programs should provide adolescents 
with the knowledge, attitudes, and skills they need to refrain 
from sexual intercourse.^*^ 

Another place where consensus should be possible is in the 
recommendations of the bipartisan National Commission on 
Children regarding the role that the popular culture (as expressed 
in a society's music, TV and movies) has on the attitudes and 
conduct of many teens. 

The Commission observes that "teenagers are exposed to an 
estimated 3,000 to 4,000 references to sexual activity on television 
and in movies each year."^^^ It cites a 1989 report of the 
American Academy of Pediatrics that expresses the Academy's 
\ . . concern over television's implicit and explicit messages 
to young viewers promoting the use of alcohol and promiscuous 
. . . . sexual activity. 

Teenagers feel the pressure from the popular culture to 
become sexually active. In a study of over 1,000 teenagers by 
Marion Howard, Ph.D., in the Journal of Adolescent Health 
Care, teenagers cite pressure from television as a source of social 



104 

"Health Objectives for the Nation," Morbidity and Mortality Weekly Report. 
U.S. Department of Health and Human Services. Public Health Service. Centers for 
Disease Control, January 3, 1992, p. 887. 



^^•^ .Beyond Rhetoric p. 355. 
^^ibid. p. 357. 



4t-./ 



393 



pressure to become sexually involved.^ Willard Gates, Jr., M.D., 
M.P.H., writing in the Joumat of Adolescent Health underscores 
the role that environmental factors play in adolescent sexual 
behavior: 

The media, including television, rock videos and fashion 
magazines, have bombarded teenagers with the attractiveness 
of sex without providing any counterbalancing prevention 

//TO 

messages/'^ 

We can surely agree, as a nation, with the findings of the 
National Commission on Children that "children and adolescents 
need clear and consistent messages about personal conduct and 
public responsibility." The Conunission recommends that "public 
and private sector leaders, community institutions and individual 
Americans . . . renew their commitment to the values of human 
dignity and character . . . 

To recreate our culture, we the Republican Members of the 
Select Committee on Children, Youth, and Families, agree with 
the Commission that while parents need to be ever watchful over 
their children and monitor their exposure to different values, the 
recording industry and the television producers have their parts 
to play. We charge the recording industry and the television 
producers to comply with the recommendations of the 
Commission that state: 

The recording industry continue and enhance its efforts to 
control the distribution of inappropriate materials to 
children; (that) television producers exercise greater restraint 
in the content of programming for children and stations show 
greater restraint in the amount and type of advertising aired 



^ ^Howard, Marion, Tostponing Sexual Invotvcmcnl Among Adolescents, An 
Allcmalive Approach lo Prevention of Sexually Transmilled Diseases," Journal or 
Adolescent Health Care. Vol. 6, No. 4, 1985, p. 273-274. 

^^Cates, p. 91. 

^ ^Bcvond Rhetoric p. 344. 
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during children's programs/^^ 

If implemented, these recommendations will help to change 
the cultural messages that we send to teens about the 
inappropriateness of early sexual activity. By changing these 
messages we will go a long way toward recreating our culture. 

Yet another recommendation by the bipartisan National 
Commission on Children, which we heartily endorse, is to expand 
the Adolescent Family Life Program which encourages teens to 
abstain from early sexual activity. By bringing the funding for 
this program up to the level of funding that the family planning 
program (Title X) devotes to teens, we will send the message 
that we as policymakers do not believe that the battle over 
inappropriate teenage sexual activity has been lost. 

We believe that young people today are noi inherently weak, 
or less capable of self-restraint than young people in the past. 
We recognize that the culture in which they are growing up has 
changed. And it is this culture that nejds to be recreated to 
keep all our teenagers healthy and capable of achieving their full 
potential. 

(signed) FRANK R. WOLF, JR., 

Ranking Minority Member 

clydb c. holloway 
laMa^Tv s. smith 

JAMES T. WALSH 
BOB McEWEN 

RICHARD JOHN SANTORUM 
DAVE CAMP 
BILL BARRErr 
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